Quality of life and deinstitutionalisation : an examination of the effects of relocating people with learning disabilities from hospital to life in the community by Whoriskey, Margaret
QUALITY OF LIFE AND DEINSTITUTIONALISATION : AN 
EXAMINATION OF THE EFFECTS OF RELOCATING PEOPLE 
WITH LEARNING DISABILITIES FROM HOSPITAL TO LIFE 
IN THE COMMUNITY 
Margaret Whoriskey 
 
A Thesis Submitted for the Degree of PhD 
at the 
University of St Andrews 
 
 
  
1999 
Full metadata for this item is available in                                                                           
St Andrews Research Repository 
at: 
http://research-repository.st-andrews.ac.uk/ 
 
 
 
Please use this identifier to cite or link to this item: 
http://hdl.handle.net/10023/135123   
 
 
 
 This item is protected by original copyright 
 
 
QUALITY OF LIFE
AND
DEINSTITUTIONALISATION
An examination of the effects of relocating people with 
learning disabilities from hospital to live in the community.
A thesis presented for the degree of 
DOCTOR OF PHILOSOPHY 
University of St. Andrews
MARGARET WHORISKEY
September 1998
ProQuest Number: 10166289
All rights reserved
INFORMATION TO ALL USERS 
The quality of this reproduction is dependent upon the quality of the copy submitted.
In the unlikely event that the author did not send a com p le te  manuscript 
and there are missing pages, these will be noted. Also, if material had to be removed,
a note will indicate the deletion.
uest
ProQuest 10166289
Published by ProQuest LLO (2017). Copyright of the Dissertation is held by the Author.
All rights reserved.
This work is protected against unauthorized copying under Title 17, United States C ode
Microform Edition © ProQuest LLO.
ProQuest LLO.
789 East Eisenhower Parkway 
P.Q. Box 1346 
Ann Arbor, Ml 48106- 1346
ABSTRACT
The quality of life for people with learning disabilities was examined for 50 people 
leaving hospital to live in a range of commimity residences and for 50 people 
remaining in hospital. Individuals were followed up for up to 30 months at six 
monthly intervals.
The social validity of quality of life assessment was examined by comparing the 
importance of a number of service objectives to people with and without learning 
disabilities. This then informed tlie development of two measmes used to assess 
aspects of quality of life.
A range of measuies were employed to address both objective and subjective 
dimensions of quality of life. Five main areas were identified and examined in two 
studies - competence and personal growth; health and well-being; quality of caie; 
engagement in activity and staff resident interactions. The issues reflecting some 
of the difficulties in assessing subjective states of people with learning disabilities 
are discussed.
Overall there was some relatively small changes in the aieas of competence and 
personal growth, quality of care and staff interactions for people moving fiom 
hospital to live in the commimity. The changes tended to occur within six months 
of moving with little improvement thereafter. In general, there was no change for 
tlie people remaining in hospital. Implications for the detailed examination of the 
effects of deinstitutionalisation aie discussed.
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CHAPTER 1
DEINSTITUTIONALISATION - A HTSTORTCAT, REVIEW 
Policy and Philosophical Determinants
11
Introduction 
The Context
Surprisingly, given the number of institutions closed and closures in progress, 
there has been relatively little research or literatiue related to 
deinstitutionalisation (Lynch, Fellow and Willson, 1997) Most of the literature 
available is qualitative or coimnentaiy in natiue. Relatively little quantitative 
data regarding the effects of deinstitutionalisation has been collected.
The recent history of services for people with a learning disability has been 
characterised by dramatic shifts ft om a medical, segregated, institutional 
par adigm through a developmental deinstitutionalised model to an emergent 
coimnunity membership and functional support model (cf Hatton 1998). The 
history of service evaluation has undergone similar shifts.
There is a need to examine the historical background to the process of 
deinstitutionalisation and to consider the many factors that have influenced 
progress to date. The present study approaches the ar ea by focusing on the lives 
of people with a learning disability and the impact of deinstitutionalisation on 
them.
Deinstitutionalisation - The Concept
Deinstitutionalisation is a relatively modern concept and inevitably came into 
being in the context of institutionalisation. Myers and Clacher (1987), in their 
review of antlrr opological literature, found no mention whatsoever of any 
residential segregation or seclusion of people with learning disabilities.
During the second half of the nineteenth century tlie Victorians turned their 
energies and reforming zeal to the facilities for those suffering ft om mental 
disorder. They built a series of large hospitals on the outskirfs of centres of 
population. Now, in the second half of the twentieth century all this is being 
reversed.
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In their review of the subject Shinn and Felton (1981) noted that 
“Deinstitutionalisation, surely one of the largest catchwords in the English 
language, has become a national priority for deviant and dependent populations”. 
The authors identified that the rhetoric supporting deinstitutionalisation is similar 
for the mentally disabled, criminal offenders and the aged. There are important 
similarities in deinstitutionalisation efforts for these three groups. There are 
similarities in conceptual problems such as defining what it means for an 
alternative programme to be coimnunity based; in ethical issues such as 
balancing the needs and rights of members of the target population; in research 
issues such as selecting criteria for evaluating prograimnes; and in practical 
issues such as overcoming community resistance.
The label deinstitutionalisation has been applied to the shift in emphasis from 
large custodial facilities (Bradley, 1976). The deinstitutionalisation movement, 
at times, has been seen as an end in itself and although it has called attention to 
the indignities of institutional car e, it has failed to conceptualise alternatives 
(Bennett and Monis, 1983). The aims of tliis movement are broader than that of 
simply returning residents to the coimnunity from the institution.
Scheerenberger (1976) has suggested that prevention of inappropriate admissions 
and institutional reform must also be targets if deinstitutionalisation is to be 
successful.
The rmidown of big ‘institutions’ for persons with mental illness preceded this 
similar trend for people with learning disabilities. Deinstitutionalisation in 
Britain is usually dated from the mid 1950s when the populations in the large 
mental illness hospitals started to decline. The last tluee decades have 
witnessed marked changes in residential services in tire U.K. for people with 
learmng disabilities mirroring changes which have occurred in North America 
and Western European cormtries (Emerson et al, 1996; Emerson and Mansell, 
1996). The U.K. has seen a marked reduction in institutional provision and a 
corresponding increase in commimity based services for people with learning 
disabilities.
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From the late 1950s community care became the objective but 20 years went by 
before a major hospital closure was contemplated and nearly 40 years before it 
was achieved. The movement towards demsitutionalisation began largely as 
ideology and has taken many years to tr anslate into practice.
There have been a niunber of significant policy documents which have given the 
impetus for change.
Since the publication of the white paper “Better Services For The Mentally 
Handicapped” (DHSS 1971) there has been a steady movement towards the 
reduction in the number of people with learning disabilities living in hospitals. 
This has been achieved by preventing admission to such hospitals and by 
dischar ge policies (assisted in the U.K. by the provision of government bridging 
finance schemes) which enable community services to be developed before 
funds are released.
Throughout the 70s and 80s there were a number of developments which led to 
the conclusion that moving people with disabilities from hospital to cormmmity 
settings would be a desirable goal.
Reduction in hospital numbers between the 1970s and ear ly 1980s was mainly 
brought about by reducing long term admissions, par ticular ly of children and 
tlirough death among the elderly hospital population. Very small numbers of 
residents actually moved out of hospital dur ing tliat period. Money was still 
going into improving and replacing existing NHS provision with hospital units 
of 70 to 100 or more beds as a favoured model.
The 1983 circular “Care in the Community” (DHSS, 1983) led to the fiulher 
development of community placements hr the U.K. One aspect of this 
development was the funding, by top slicing DHSS joint finance money, of a 
series of Care in the Community pilot demonstration projects at selected sites 
around tire coimtry (not in Scotland) (Knapp et al, 1992).
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During the 80s and early 90s the capacity of hospitals for people with learning 
disabilities in the U.K. was fmther reduced by over 26,000 places (Emerson and 
Hatton, 1994). During this period of transition thousands of people with 
disabilities have moved from such hospitals to a range of coimnunity settings.
Planned closure programmes preceded Üie implementation of the 1990 NHS and 
Commimity Cai e Act but have gained momentmn with the formalisation of the 
enlianced role of local authorities. In 1973 70% of the remaining hospitals in 
England had been identified for closure (Greig, 1993) and in Scotland a similar 
trend has merged with a number of hospitals scheduled for closure by the turn of 
the century although not at the same pace as south of the border.
As the deinstitutionalisation prograimnes aie now well underway tliroughout 
industrialised nations it has become cleai* that neither the rhetoric of 
deinstitutionalisation, nor the movement of persons from one setting to another 
by themselves, leads to a better quality of life, more effective provision of 
services or better outcomes for the people affected (Emerson and Hatton, 1994; 
Shimi and Felton, 1981; Lynch, Kellow and Wilson, 1997) Deinstitutionalisation 
is being talcen up with the same fervoiu, rhetorical conviction and lack of 
experience that the institutional solution received in its time (Korman and 
Glennerster, 1990).
Learning Disabilities - The Rise and Fall of the Institution
In dealing with the issue of deinstitutionalisation one must first examine the 
development of the institutional model and the evolution of services for people 
with learning disabilities over the years.
Institutions for people with learning disabilities were set up in the last century 
with the positive aims of providing protection from exploitation within the 
community and giving education and training for suitable occupation.
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Tliroughout history, the attitudes of society towar ds people with learning 
disabilities have vacillated extensively. At one time or another they have 
inspired feelings of dread, reverence, menace, charity, obligation and love 
(Kanner, 1964; Wolfensberger, 1976). The type and quality of care and 
treatment given to the learning disabled by society at any point in history, 
reflects the prevailing attitudes at that time (Doll, 1972).
The rise of the large institutions was appar ently the result of the new 
“humanism”, the new responsibility, the new optimism towards the training of 
the developmentally disabled which ar ose in Eur ope and the United States 
dur ing the late 18th century and flour ished tlirough most of the 19th century 
(Doll, 1972; Karmer, 1964).
In the United Kingdom the 1890 lunatics act made the establishment of asylimi 
by county authorities compulsory for those of imsound mind and for the 
mentally subnormal* The Act was concerned with the legal status of the person 
and the regulations governing admissions, detentions and discharge. There are 
differing interpretations as to why asylums became a statutory obligation fr om a 
humanitarian standpoint. Jones (1960) considers the development of asylums as 
a reaction to poor conditions in worlchouses and private mad houses. In 
describing the lunatics act of 1845, Jones writes that “Ashley and Iris colleagues 
had roused the conscience of mid-Victorian society and had set a new standard 
of public morality by which the care of the helpless and degr aded classes of the 
community was to be seen as a social responsibility" (pi49).
An alternative explanation is provided by Scull (1979) in Museums o f Madness. 
He ar gues that institutions were the outcome of urbanisation, industrialisation 
and professional forces that developed during the first half of the 19th century.
Wliile the use o f the term learning disability is the term of choice, and is referred to throughout 
the document, other terms are used in the context of the historical development o f services such 
as mentally subnormal, mental defective, mental retardation.
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It was an economic necessity to separate those who could not work from those 
who could and therefore should.
For people diagnosed as ‘mentally deficient’, the supposed linlc between mental 
deficiency and social problems - criminality, promiscuity - led to discussion of 
the need for sterilisation and the segregation of people. It strengthened the case 
for institutional care. These views were widely held in the last quarter of the 
19th centmy and were based on what are now seen as suspect scientific claims 
advanced largely tluough the work of Sir Francis Galton and auüiors of several 
studies of hereditary behaviour in families (Jones, 1960).
GuggenbuliTs founding of the Abendberg m 1841 marked the beginning of 
segregated residential facilities for people with learning disabilities. This 
became an international model of institutional/residential training for retarded 
children, combining both medical and educational practice. In the USA Samuel 
Howe greatly inspired by a visit to the Abendberg in 1848, was instrumental in 
the development of the first institutional facility for young people with mental 
retar dation in Massachusetts in 1855. The focus of the institutional facility was 
educational.
Once established, institutions experienced pressur es to grow (Wolfensberger, 
1976). Their original intent, to habilitate the mentally retarded, was often 
fr ustrated by parent, professional, and public pressur es to prevent re-entry of the 
handicapped into the conununity.
In the UK the government set up a Royal Commission on the care and control of 
the feeble minded (1904 - 1908) to examine the issues of segregation and 
sterilisation. The commission concluded that although heredity played some 
role in mental deficiency, and though mental deficiency was linked to some 
social problems, this was due to the freedom allowed to ‘mental deficients’ in the 
commimity. The commission favoiued a more stringent system of 
ascertairunent and supervision which would protect the ‘mentally deficient’
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person. The commission rejected a policy of sterilisation. Its report laid the 
foundations for the 1913 Mental Deficiency Act, which recoimnended that each 
local authority establish a “colony” as a basis for specialised custodial care.
This would provide a completely self-contained and segregated enviromnent 
where mentally deficient people of all ages could live, train, work and relax with 
villas for residences, schools, workshops, churches, recreational facilities and 
farms. The first world war intervened to delay the construction of such colonies 
until the 1920s and 1930s.
The 1913 Mental Deficiency Act defined mental deficiency primarily as a social 
condition (in terms of idiots, imbeciles, feeble minded and moral defectives). 
This definition lead to greater discussion and recognition of the problems and to 
frirther social and medical research.
With the growth in institutional facilities it was still recognised that there was a 
large number of people with mental deficiency capable of living a normal 
sociable life within the community mider some form of supervision. The Wood 
Committee, established in 1929, made a distinction between primary and 
secondary amentia as causes of mental deficiency and thought only those whose 
mental deficiency was based on a primary cause, such as inlierent genetic 
defects, who represented the lowest tenth of the population, needed to be 
segregated. Even those requiring care in segregated institutions needed car*e 
which would prepare them for life in the community (Jones, 1960). The 
committee again stressed the hnportance of the development of purpose built 
colonies as the best means for caring for mentally sub-normal people.
The period between the two war s saw the rapid expansion of specialised 
institutions for the mentally handicapped. Starting with 2,040 such people in 
special institutions in the UK in 1914 by 1961 there were approximately 61,000 
people in hospitals. The nmnber pealced dming the mid sixties to about 64,600 
(Bone, Spain and Fox, 1972).
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The Reaction Against Institutions
In 1919 Fernald published his famous Waveiiy Studies in the USA. These 
studies involved follow up of residents released over a 25 year period from 
institutions in the USA. Fernald, was one of the strongest supporters of 
segregation and of the social menace conception of the mentally retarded. 
However he gieatly modified his position and concluded that many could be 
safely retmned to the commimity if their families were able to look after them 
and give them proper supervision (Fernald, 1919).
Anderson (1922), Wallace (1929) and Wallin (1924) all presented studies 
showing that the retarded were not necessaiily destined to develop into 
criminals.
Despite the empirical evidence supplied by Fernald and others, the social menace 
image of the mentally retarded persisted. However ft om 1914 to 1939 ideas had 
gradually changed about the care of mentally deficient people. There had been a 
swing away fi om the concept of permanent detention towards the groAvth of care 
in the commimity (Jones, 1960).
In the USA the parole plan developed in 1922 provided for the release of suitable 
individuals to the care of their parents, relatives, volunteers or employers imder 
the continuing supervision of the institution social worker. Other forms of care 
were being provided and the 1930s saw the introduction of family care models 
for the mentally retarded, under which the state would pay for the maintenance 
of retar ded persons in a home other than their own. Hubell (1941) described a 
system of care somewhat resembling the group homes of today. Also a variety 
of “colonies” evolved - farm colonies for men located in imal regions, industrial 
colonies for men and women located in towns where Üie residents worked in 
factories and mills or did odd jobs, and domestic colonies for the women.
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It is therefore clear that alternative models of care were being developed in tlie 
early par t of this centmy at the same time as institutions expanded. Social 
climate was changing slowly in that people with mental deficiency were not all 
viewed as criminals and insane.
Just as the history of institutions is an interplay between the medical profession, 
public morality and political/economy, so too is the story of 
deinstitutionalisation. Professional and public attitudes, scandal and the 
growing cost of maintaining these institutions began to produce a change in 
political perceptions. As the centenary of many of these institutions came and 
went the question of what to do with the out-dated buildings and their 
increasingly valuable sites forced itself on to hospitals’ and then health 
authorities’ agendas. The conversion of many military facilities and 
tuberculosis hospitals to mental retardation institutions in the 50s and 60s had 
apparently swelled the state’s institirtional inventories beyond what was needed. 
In 1951 the recession anived and many facilities became expendable.
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The trend of moving people with learning disabilities out of institutions and into 
coimniuiity settings is attributable to several factors as noted above.
Two assumptions are primary for most deinstitutionalisation rationales:
® Institutions do not engender client growth and
© Community settings provide greater opportunity for development in more 
‘normal’ environments.
In relation to the first assmnption a number of factors influenced this belief 
including research evidence on the detrimental effect of institutions, human 
rights concerns, and problems with the conditions in long stay institutions.
The second assumption developed fiorn this along with the recognition that 
people with a learning disability were capable of learning.
Each of these assumptions ar e examined below.
As Watson’s behaviomism became increasingly influential in American 
psychology, it is not sm*prising that a view began to emerge that institutions 
offered very little stimulation for intellectual and social development.
The notion that institutions are detrimental to client growth dates back to ear'ly 
studies on the impact of maternal and sensory deprivation. Zigler (1978) 
proposed that residents of institutions rarely have nurtur ing or meaningful 
interaction with adults and as a result, are dependent and suspicious. Resear ch 
supports Zigler’s perspective (Balia, Butterfield and Zigler, 1974;
McCorrnick,Balia and Zigler 1978) with evidence that institutions have similar 
effects on ‘non-retarded’ persons (Zigler 1963). A number of investigators 
examined behavioural correlates of institutionalisation. Butterfield (1967), 
Heal, (1975), McCandless, (1964) and Scheerenberger (1976) have reviewed 
these studies. The literature is reasonably consistent in that it indicates that 
commitment to an institution often occasions a decline in IQ scores (Crissey, 
1937; Kaplan, 1943; Sternlicht and Siegal, 1946).
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However other researchers did not paint such a blealc view of institutions. If the 
pre-institutionalised environment was extremely impoverished some 
improvement in level of functioning were found for some people (e.g. Clarke 
and Clai'ke, 1953; Clarke, Clarke and Reiman 1976). These findings lent support 
to the construction of the institution contrasting to the serious concerns being 
expressed at the same time about the detrimental effects of institutions. Most of 
the studies attempted to find ways of malting hospital car e more effective
Thus both the champions and the challengers of the institution can cite empirical 
support for tlieir cases. The assumption that institutionalisation is, without 
qualification, detrimental to client growth is too simplistic.
It is recognised that institutions have many different characteristics that may 
affect residents in various ways and institutions should therefore not be treated as 
one variable.
A more direct assault on institrrtions, and on mental hospitals in par ticular, began 
in the early 1950s. One of the earliest issues concerned not conditions in 
institutions but the loss of liberty suffered by those wr ongfully certified and 
detained. 50,000 Outside The Law (NCCL, 1951) ar gued that mentally 
subnormal people lacked some of the legal safeguards available to the mentally 
ill against wr ongful detention. Conditions in mentally deficiency institutions 
created “a vested interest” in retaining people rather than releasing them.
Patients often did work which would otlierwise require additional paid staff and 
hospitals took on commercial work without adequately paying patients. The 
pamphlet demanded a revision to existing law to prevent such conditions, and 
contributed towards the setting up of the Royal Commission on Mental Health in 
1954.
The frontal assault on the underlying ideology of asylums was made by Coffman 
(1961). He analysed the social structure of institutions and the relations 
between inhabitants and staff, and introduced the influential concept of the
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“total institution”. The central featm*e of a total institution was said to be a 
brealcdown of the barriers found in ordinary life normally separating the place to 
live, the place to work and the place for recreation.
Similar* ideas were developed in England by, for example, Russell Barton (1959) 
in an extremely influential book on Institutional Neru'osis. Criticisms of 
‘mental’ hospitals in the U.K. were less strident and less condemning than those 
in America but, nonetheless, by the end of the 1950s and early 1960s 
progressive thought in psychiatry was rapidly moving away from hospital as a 
base for care of people with mental illness towards provision in the commimity. 
The attack on institutions was not confined to mental hospitals. Other types of 
institutions came to be seen as tarred by the same brush. Townsend (1962) 
carried out surveys of institutions for the elderly in England and Wales. Over 
half of new admissions, he claimed, were physically and mentally fit to lead 
independent lives. The overall impression gained was one of social isolation, 
poor physical environments and institutional management regimes.
A similar study of institutions for people with a learning disability was produced 
seven years later by Mon*is (1969). A comparable depressing picture emerged 
of meagre and inappropriate conditions with only a minority of residents 
seeming to need hospital care.
The description of the ‘back war d’ by Jones (1960) painted a grim pictrue of 
overcrowding, neglect and in some cases outright brutality.
The concern tliat deleterious effects were inlrerent in what Goffrnan (1961) had 
termed “total” institution has grown and seems to be confirmed by the 
documentation of dehumanising conditions and accommodation in lar ge 
facilities for people with learning disabilities both in the U.K. and the United 
States (Shearer, 1968; Morris, 1969, DHSS, 1969, House of Commons 1974). 
This and other work identified the poor conditions and revelations of cruelty in 
long stay institutions in Britain.
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Reports of enquiries set up to investigate allegations of ill-treatment became a 
featm-e of social policy literature during the 1970s (Ely Hospital, DHSS, 1969; 
Normansfreld - DHSS, 1978). They presented a catalogue of failure at all levels 
of service provision and service management (Martin, 1984).
In his analysis of reports by committees of enquiry into 19 hospitals, Martin cites 
common featmes found in these hospitals which more or less mirrored the 
studies of hospitals in the 1950s: geographical and professional isolation; 
abandomnent of patients by their community; lack of support towards staff; 
failure of leadership among all professional groups and “corrirption of care”.
The public enquiry reports noted that such extreme conditions tended to be 
confined to certain war*ds, particularly those with the most dependent and 
distm'bed residents. Staff were few in number and lacked the training and 
experience to provide adequate care. In general, the least rewarding residents, 
although they generated the greatest need, tended to be given the fewest 
resources. As Wing notes (1989) “the irony was that the deplorable conditions 
suffered by many handicapped people in the community, which led to the setting 
up of the institutions, were eventually reproduced within the institutions 
themselves” (p 2).
Thus by the 70’ and 80’ there was sufficient evidence from a range of soiuces to 
support tire assumption that institutions do not engender growth and in fact can 
have a serious detrimental consequences for people with learning disabilities. 
Important research studies, initially showing the considerable abilities of many 
adults living in large institutions, (O’Comror and Tizard, 1956) and confirming 
that people with severe lear ning disabilities ar e capable of learning (Clarke & 
Hermelin, 1955), directed attention to the possibility of alternative services. 
Developing from this premise was the assmnption that alternatives to 
institutional car e would provide greater opportmiities for people to develop and 
participate in normal community life.
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Ill England, tlie Brookland Study (Tizai’d, 1964) demonstrated that some severely 
mentally handicapped children who lived in a community facility for up to 3 
yeai's developed favourably compaied to similar* cliildren who remained in 
hospital. Developing from this work. King, Raynes & Tizard (1971) found care 
practices to be more resident-orientated in small group homes and more 
institution-orientated in large hospitals.
Thus, at the same time as criticisms of lar ge central institutions had been voiced, 
a substantial case for* alternative commrmity-based ser*vices has developed.
The change in the pattern of service provision has been relatively slow and what 
new provisions were developed initially concentrated on the most able people in 
care with an assumption that the severely and profoimdly handicapped people 
should be cared for* in a hospital setting. The use of small residences to meet the 
housing needs of the most severely and profoundly mentally handicapped people 
remained an issue. For* example, tlie State of Alabama Department of Mental 
Health Professional Advisory Committee stated tliat “we believe that complete 
deinstitutionalisation is impossible, given the extreme debility of the remaining 
institutional residents, after the most able and healthy residents are first selected 
for community living” (Balia et al, 1979). The inference from such a statement 
is that the level of support that has been provided by Hie service agency for the 
most heavily handicapped people cannot be provided in commimity settings.
The case that the lar ge hospital model is the only practical and economic way of 
organising residential care for* severely and profoimdly mentally handicapped 
people is recognisable in the wr itings of many medical and nm sing experts and 
bodies (e.g. Royal College of Psychiatrists, 1976; Royal Medical-Psychological 
Association, RMPA, 1971; Shapiro, 1970). The view that some services can only 
be provided in a hospital were shared by groups such as the National 
Development Team and National Development Group (cf Kings Fund 1980). 
However, at least in part, these positions are caused by confusion between the 
question of which agency and professional staff should provide residential
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services to people with leaiming disabilities and tlie questions concerning the 
optimal size, location and organisational requirements of residential services.
Despite the volume of opinion and support and then criticism of a “community 
care service model” on the one hand and a “large hospital model” on the other, 
there have been few systematic investigations into the feasibility and quality of 
alternative ways of organising residential care. Alternative services for learning 
disabilities were imder researched in comparison with mental illness. This 
perhaps reflected a belief dominant in the early part of the century tliat notliing 
could be done. The considerable change in attitudes towards mental illness 
seemed to pass by services for people with learning disabilities (Korriian and 
Glemierester, 1990).
The Policy Context
By the late 1960s a broad political consensus had begim to emerge that 
something ought to be done about the large, long stay hospitals for people with 
learning disabilities. In 1969 there were approximately 49,200 adults and 7,100 
children in hospital care (DHSS, 1980). Under the combined impact of the Ely 
enquiry, Barbara Robb’s campaigning sldlls and Pauline Morris’s survey 
(Mori’is, 1969), people with a learning disability were established for the first 
time on the national policy agenda. Richard Crossman, Secretary of State, set 
aside a capital allocation to encourage regional hospital boards, as they then 
were, to improve long stay facilities. Work began in the Depar tment of Health 
and Social Security in the mid 1970s to prepare a national plan to develop 
services for people with learning disabilities, not just within the National Health 
Service, but by the local authorities.
Better Services for the Mentally Handicapped (DHSS 1971) was the first 
detailed comprehensive guidance to be issued for any client group by central 
department, and it became a model for subsequent white papers on the mentally
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ill (DHSS 1975) and the elderly (DHSS 1981). The main objectives were to 
bring about a reduction of about one half in the niunber of hospital beds provided 
for people with learning disabilities and to expand local authority places in 
residential homes, training centres, foster homes and lodgings. The policy 
outlined a programme for the development of these local services and indicated 
the reduction in size in the existing institutions. However, little thought had 
been given to the meaning of commiuiity care and little attention paid to the 
notions of integration to ordinary settings, relationships or employment. The 
assimiption was that the more able residents would become the responsibility of 
local authorities, and the more severely handicapped would remain in hospital, 
although in rather smaller and more modem ones.
By 1974, only about half of the places in centres for adult training and 
occupation estimated to be needed in the community had been produced and 
about a third of the residential facilities. There were still some local authorities 
who made no provision at all (cf Abel-smith, 1978). Overall, while the concept 
of community car e sought to enliance the quality of life, while seeking to reduce 
expensive hospitalisation, the organisation had proved less than effective due to 
under resourcing in the community seiwices.
The Jay Committee on Mental Handicap Nui'sing and Care, in its report 
published in 1979 recommended a model of care based outside hospitals in small 
local units to enable people with learning disabilities to live a normal life within 
the commimity (Jay Report DHSS 1979). It incorporated many of the ideas of 
normalisation and the emphasis was on providing support for families with a 
learning disabled member. Wliere alternatives to family or foster care were 
necessary the emphasis was on the provision of small, highly staffed units or on 
conventional housing. There was no place for the traditional long stay hospital.
The Committee was not unanimous in maldng this recommendation and debate 
continued as to whether certain groups, especially adults witli severe handicaps.
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required hospital care but financial resti'aints made any rapid movement towards 
the Jay model imlikely.
By 1980, a DHSS review of semces for the ‘mentally handicapped’ (DHSS 
1980) indicated that progress had been made in meeting the objectives of the 
policies set out in the 1971 white paper, Better Services for the Mentally 
Handicapped (DHSS, 1971). The 1980 review showed that the number of 
adults in hospital had fallen by over 5,000 although at a slower rate than 
envisaged and that places in local authority training centres and residential 
homes had correspondingly increased.
By 1981 a consultative document. Care in the Community (DHSS, 1981), 
estimated that 15,000 mentally handicapped people, including 2,000 children, 
were living in hospital and about one third of the total could be discharged from 
hospital if commimity services were available. A number of proposals for 
transferrmg patients and resources from hospitals to the commimity were 
discussed (DHSS, 1981).
The All Wales Strategy, launched in 1983, was an attempt to implement the 
principles aiticulated in the White Paper (DHSS, 1971), Jay Report (1979) and 
built on the work an earlier community care model laiown as the Nimi'od Service 
(Welsh Office, 1978). They took a noticeably different direction to the rest of 
Britain by assuming a laiger measure of direct control over local development.
In later policy guidance the DHSS (1985) said “HeaMi authorities should aim to 
accommodate eventually in small, homely units based in local communities, all 
mentally handicapped people requiring caie in a health setting, except possibly 
some special needs”. Tliis statement essentially spelt the end for the long stay 
hospital for people with learnmg disabilities.
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Despite the fact that hospital closure was now a high priority for health 
authorities, public doubts remained. The Houses of Commons Social Services 
Committee in 1985 published a very influential report (House of Coimnons 
1985). This represented the first official evidence of some backlash against 
hospital closure, not least a more waiy attitude to the pace of hospital closure, 
and feai's about the level of alternative provision that was being made. “Asylum 
can be provided in a physical and psychological sense in the middle of a normal 
residential community setting but we must face the fact that some people need 
asyliun” (p 26). The committee pointed out the importance of proper evaluation 
of hospital closiues.
The organisation of services for people with lear ning disabilities are midergoing 
a period of major transition resulting flom the implementation of the 1990 NHS 
and Community Car e Act. The separ ation of purchasing flom service provision, 
tlie enlianced role of local authorities and the independent sector and the 
introduction of new aiTangements for monitoring services have all helped to 
create new opportunities and new tlueats to the development of services for 
people with learning disabilities.
By 1992 the rate and pace of deinstitutionalisation across the UK varied 
considerably. The English institutional population had dropped to 44% of its 
1980 level with proportionally lar'ger institutional populations remaining in 
Wales (53%), Scotland (57%) and Northern Ireland (70%) (Emerson and Hatton, 
1994). Similarly the nature of the services developed in the cormnrmity to 
replace hospital provision has varied over time and across locations. The first 
wave of deinstitutionalisation in the UK involved the move of those individuals 
with the least serious disabilities to a range of often pre-existing services 
including hostels, serni-supported group homes, family placement schemes and 
independent living (Korrnan and Glemierster, 1990; Malin, 1982).
Durmg the 1980s, however, attention switched to the development of community 
based residential provision for people with more severe disabilities, including
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those with additional needs such as sensory impairments or ‘challenging’ 
behaviour (Blunden and Allen, 1987; DHSS, 1984; Department of Health, 1989; 
1993).
The last two decades have seen the corning together of two philosophies guiding 
social policy relating to services for people with learning disabilities. One 
considers the right to habilitative treatment and tliree ar eas have had a definite 
impact on tliis concept:
(i) research demonstrating the active and deliberate programming to alter the 
behavioural functioning of its recipients (e.g. Berkson and Landermian- 
Dwyer, 1977);
(ii) in the United States court cases (Wyatt versus Hardin) upholding the 
right to habilitation; and
(iii) standards forjudging service provision e.g. (National Development 
Group, 1978, 1980).
The second development has been the right to live witliin a residential 
community, and this derived rnomentimi from proponents of normalisation and 
deinstitutionalisation. Thus, there has been a rejection of lar ge institutional care 
in favour of smaller facilities which approximate ordinary housing (e.g. 
Grmrwald, 1986; Wolfensberger, 1972).
The Normalisation Ideology
Wliile the early empirical results have encour aged those who would like to 
develop residential alternatives to the large, state supported facility, the course of 
history has more pressing spur s than empirical information. A most impressive 
influence on the evolution of residential alternatives for people with learning 
disabilities has been the parent associations that were formed tliroughout the 
world following World War 2 and the normalisation driven ideology 
(Wolfensberger, 1972).
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The term ‘normalisation’ has now been in use for over three decades. During 
this period it has proved to be an influential concept in debates concerning the 
most appropriate way of providing services for people with learning disabilities 
in Scandinavia (Grimewald, 1986), North America (e.g. McCarver and Cavalier, 
1983) and the U.K. (e.g. Tyne, 1987, 1989). More recently this influence has 
broadened to include other disability groups (Emerson, 1992).
Normalisation offered a theoretical model from which to develop good practice. 
In particular it offered a way of conceptualising the pull towards negative 
practice and an important model of how to reverse this (Brown and Smith,
1992).
Thr oughout the 1960s the notion of normalisation had a considerable impact on 
the development of services for people with learning disabilities in Demnark and 
Sweden (Nirje, 1970). The early Scandinavian formulations of normalisation 
are straight forward in that they advocate that services should seek to maximise 
the quality of life of service users by reproducing the lifestyle experienced by 
non-disabled citizens. Normalisation is about rights, and as such, requires no 
specific justification.
The normalisation principle was quickly translated to the American scene as a 
working pliilosophy of reform. However when the normalisation principle was 
adopted for American use, an important change occurred. The Scandinavian 
perspective of normalising the physical and social enviroimient was attached to 
an American expectation that the behaviour of residents would become more 
normalised. Thus, the purpose of institutional reform was not only to move 
from custodial to normalising environments but also to engender more “normal” 
behaviour among residents (Wolfensberger, 1972).
The successive reformulations of the principle of normalisation have been 
elaborated tlirough the development of a series of evaluation materials whose 
primary use lies in assessing the extent to which services implement the principle
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of normalisation (Wolfensberger and Glenn 1973 & 1975 and; Wolfensberger 
and Thomas 1983).
The introduction of normalisation into the UK followed the series of enquiries 
into conditions amongst institutions during tlie late 60’s and 70’s. The 
Scandinavian formulations of normalisation were influential in terms of shaping 
ideas, on the design of new services and the remodelling of old institutions for 
people with learning disabilities (e.g. Gunzberg, 1970).
In the 1970s a number of alternative models to the lai'ge hospital were 
developed. These included:
the Wessex, model which was established to provide residential seiwices 
for severely disabled people in locally based units of 20 or so beds; and 
the ‘community unit’ model whose concept emerged from a series of 
papers by the National Development Group and Development Team 
(DHSS 1977). The philosophy of care underpinning this model was one 
of an action resoui ce centre which may provide temporary or permanent 
accommodation for children and adults for long or short periods of time. 
Wliile these new models of care marked a departure from the old institutional 
model there were concerns that while showdng evidence of improved ‘quality of 
car e’ the size and location of the units means that they were not well integrated 
in local communities (Kings Fund 1980). It was also felt that there was a lack 
of clarity about key points of principle.
Ar'oimd this time the focus on normalisation and its’ applicability to service 
delivery was receiving considerable attention.
Tyne (1982) siunrnar'ised the principle as :-
   firstly, helping handicapped people to gain skills and characteristics
and to experience a lifestyle which is valued in our* society and to have 
opportimities for* using skills and expressing individuality in choice; 
secondly, regardless of people’s handicaps, providing services in settings and in 
ways which are valued in our society and supporting people to parficipate
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genuinely in the mainstream of life. Tliis includes taking risks, carrying 
responsibilities and making choices;
thirdly, by helping society to be much more accepting of people’s differentness.
Much of the inspiration for this alternative prmciple of ‘normal living’ came 
from services developed in Nebraska in the U.S.A. and published in Britain by 
the Campaign for Mentally Handicapped People (1978) and the Kings Fund 
(1980).
The influential report An Ordinary Life (Kings Fund 1980) identified key 
principles based on the normalisation philosophy. These were 
® people with learning disabilities have tlie same human value as anyone else 
® living like others within the community is both a right and a need 
© services must recognise the individuality of people with learning disabilities. 
The philosophy of service provision identified in this report was based on the 
Ericor model of care in the U.S.A. Eastern Nebraska Community Office of 
Retar dation (cf Thomas, Firth and Kendall, 1978) whose aim was to provide a 
comprehensive community service for all people regardless of their level of 
disability where the client and families live.
The ordinary life model supported a ‘core’ and cluster approach to the provision 
of services in normal family type accommodation.
Over the last 2 to 3 decades there has been a steady lowering of the number of 
residents considered appropriate within one living unit. Wards and hostels with 
50 or more residents were once accepted. Later units of around 20 to 25 people 
were advocated. Now in response to a philosophy of normalisation, living 
groups with the size of the average family and tlie reference community have 
become the theoretical ideal of many workers and policy makers in the field. 
Together with the downward trend in views of numbers of residents, there has 
been an increasing preference for a domestic, individualised style of housing and 
furnishings. The use of ordinary houses in ordinary streets, well separ ated from
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each other, has been advocated as a way of ensming normalisation (Menolascino 
and McGee 1981).
It is apparent from the development of conmiunity services in the U.K. and 
elsewhere that normative settings are selected in the overwhelming majority of 
cases. However, there are views that the small houses scattered in the 
community for all types of disabled people are not the answer for everyone. 
Sheltered villages ar e suggested as one of the many types of residences. Wing 
(1989) points to the dilemma that, using the term normalisation, literally 
suggests that normality must be imposed on people whose disability and 
preferences would be better suited to a lifestyle that most people would find 
abnormal. Mesibov (1976) pointed out the value of the normalisation principle 
as a stimulus for action but also emphasised a number of problems. The most 
important of these was the need for evaluation of the usefrilness of the principle 
in providing good services for the whole range of people with leai'ning 
disabilities. Wolfensberger and Glemi (1975) agreed that normalisation had not 
been tested in this way. The principle tends to be applied in a blanlcet fashion to 
the whole group of disabled people rather Üian to individuals. Services set up in 
such a way may miss the needs of a substantial proportion of people with special 
problems.
Tyne (1992) warns about the dangers in the wholesale adoption of normalisation 
as the new “technical fix where normalisation is adopted as if it were a 
technology or a professional tool, particular elements of the ideas are sometimes 
talcen and extended to bizaiTe lengths. So people who it is reasonable to assume 
will always need substantial amounts of help in their daily lives aie subjected to 
lengthy training as a pre-condition to conmiunity living - a process where they 
often experience repeated failure. Others are denied special help, which they 
need, on the grounds that it wouldn’t be normal” (Tyne 1992, P 44).
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O’Brien’s (1987) formulation of the five service accomplisliments has drawn on 
the implications of normalisation in terms of what services should try to achieve 
or accomplish for users:
® ensming that service users aie present in the community by supporting 
their actual physical presence in the same neighbourhoods, schools, 
workplaces, shops, recreation facilities and clmches as ordinary 
citizens;
® ensming that service users are supported in making choices about their 
lives by encomaging people to imderstand their situation, the options 
they face and to act in their own interest both in small everyday 
matters and in such important issues as who to live with and what type 
of work to do;
# developing the competence of service users by developing skills and 
attributes that are fimctional and meaningful in natmal commmiity 
environments and relationships, i.e. skills and attributes which 
significantly decrease a person’s dependency or develop personal 
chai'acteristics that people value;
© enhancing the respect afforded to service users by developing and 
maintaining a positive reputation for people who use the service by 
ensming that the choice of activities, locations, forms of dress and use 
of language promote the perception of people with disabilities as 
developing citizens; and 
® ensming that service users participate in the life of the community by 
supporting people’s natural relationships with their families, 
neighboms and co-workers and, when necessary, widening each 
individual’s network of personal relationships to include an increasing 
nmnber of people.
O’Brien’s notions of service accomplishments are devoid of the sociological 
trappings of Wolfensberg’s theory. They place major emphasis upon delineating 
the implications of noiinalisation in terms of the lifestyle or quality of life of
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members of the devalued group and retuin individual choice to a central position 
in normalisation (Brown and Smith, 1992).
The big challenge is to plan, provide and evaluate services in such a way that 
these aspirations are met for people vdth learning disabilities. One approach has 
been an attempt to operationalise such concepts imder the heading of ‘Quality of 
Life’. This is examined fuither in the next chapter.
Smnmaiy
Since the eaiiy 1990s the needs of people with learning disabilities have received 
considerable attention. The setting up of institutions in the first half of the 
centmy was aimed not just at providing caie but also with a focus on education 
and training. The reaction against institutions developed in the 50s and 60s 
when concerns were identified regar ding the quality of care and environments.
A number of influential policy dociunents were formulated m the 70s and early 
80s making it cleai* that, for the majority of people, community settings were 
considered to be the most appropriate provision for people with learning 
disabilities. At the same time the influence of the normalisation movement led 
to the setting up of small residences in commimities for people with learning 
disabilities as the placement of choice - despite reservations in some quarters 
regai’ding the feasibility and appropriateness of this model of care for all.
Over the last three decades the combined influence of these developments has 
resulted in marked changes in residential provision for people with learning 
disabilities in the U.K. and elsewhere. There has been a significant reduction in 
institutional provision and a coiTesponding increase in community based 
services. There is a need to evaluate these changes and their impact on the lives 
of people with learning disabilities.
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CHAPTER 2
OUALTTY OF T JFK - 
ITS DEFINITION AND MEASHREMF,NT
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Introduction
Dossa (1989) points out that quality of life has become a foremost issue, 
especially in human services. It is a phenomenon which has existed as long as 
man has lived on earth. However, the definition, measur ement and evaluation 
of quality of life is a recent phenomenon, closely linked with the development of 
human services. The ‘quality dimension’ has been placed firmly on the agenda 
for human services in the 1990s (Osborne, 1992).
It is commonly acloiowledged that researchers and service providers are hard put 
to define, quantify and evaluate the notion of quality of life. Gersen (1976) 
claims that different scholars, and sometimes even the same scholar (at different 
times), have entertained incompatible assumptions.
Quality of life has a central position in the evaluation of services for people with 
disabilities due to the major role which support services play in contributing to 
or even determining individual lifestyles (Felce and Perry 1995a). This has 
resulted largely from national political imperatives, professional groups and 
pliilosophical movements such as tlie normalisation ideology. As discussed in 
the previous section the imderlying assumption of the normalisation philosophy 
is that an individual’s quality of life, particularly his or her sense of self worth 
and satisfaction, will increase as a function of the extent to which the social 
group of which he or she is a member values him or her. Evaluation from the 
standpoint of normalisation is concerned with the effects of service provision on 
the image and status of tlie individual (Doriegan and Potts, 1988).
As Felce and Peny (1995a) point out, many indicators of service process and 
outcome have been developed to characterise the impact of services on the lives 
of people with lear ning disabilities, chr onic psychiatric morbidity, physical 
disabilities or infirmity due to old age and to assess the effects of frindamental 
policy change. However operational definitions of quality of life ar e diverse in 
both the general field and in those applied to defined populations.
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Considerable work in the ar ea of definition and operationalisation of the quality 
of life concept has taken place within the fields of general social welfar e (e.g. 
Andrews and Whitney, 1976; Campbell, Converse and Rodgers, 1976); mental 
healtli (e.g. Baiter and Intagliata, 1982; Bigelow, McFarland and Olson, 1991); 
physical disabilities and rehabilitation (e.g. Parmenter 1988) and learning 
disabilities (e.g. Borthwick - Duffy 1990; Felce and Perry, 1995a; Schalock, 
1990).
It is generally accepted that quality of life is a multidimensional concept and can 
be represented in a number of ways. Reseller (1972) has maintained that tliere are 
two domains contained within the quality of life, the artistic and the hedonic.
The former is concerned witli the welfare of an individual, whilst the latter is 
concerned with the personal well being. This distinction has also been made 
elsewhere. George and Bearton (1980) talk of life qualities including “the 
conditions of life and the experience of life” whilst Robertson (1985) uses the 
term “welfar'e” and “happiness”.
In this context “welfare” refers to the needs of an individual within society. The 
model often referred to is that developed by Maslow (1970). He suggests that 
people have five levels of need to be satisfied moving in hierar chical order from 
physical security up to self-fulfilment. Hornquist (1989) has suggested that 
rather than being a hierarchy, human needs are better modelled as a spiral, where 
several can co-exist and can be addressed at the same time.
“Well being” refers to the personal experiences of life and is defined by George 
and Bearton (1980) as having tfnee components - life satisfaction, self esteem 
and happiness. This definition has generally been accepted and used elsewhere 
(Davies and Challis, 1986).
Borthwick - Duffy (1990) presented tliree perspectives on quality of life defined 
in terms of life conditions, satisfaction and a combination of life conditions and
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satisfaction. Felce and Perry (1995a) developed this model to include personal 
values. These models look at the assessment of quality of life from both 
objective (life conditions) and subjective (satisfaction with those life conditions) 
points of view. However, some authors assert that only the subjective 
dimensions are relevant (e.g. Taylor and Bogdon, 1990). Felce and Perry 
(1995a) emphasise the need to incorporate both subjective and objective 
measures of quality of life. Ignoring the subjective domain is compatible with 
the argimient that no citizen has the right to satisfaction with life but only the 
right to life or reasonable life conditions. Ignoring the objective assessment of 
life conditions may not reflect societal division and stratification. Nor may it 
provide the level of safeguard for vulnerable people which is associated with a 
measure that is to be accepted as the criteria for the adequacy of social policy in 
general and as the design and level of service and support in particular.
More recently it has been suggested (Cimirnins, 1993, Felce and Perry, 1995a) 
that evaluation of quality of life should also include the relative importance the 
individual places on the var ious aspects considered. Individuals may differ in 
the relative weight given to objective and subjective aspects of the same issue.
In so doing, the concern that only individuals can decide the trade-off between 
competing aspects of their own personal welfare is met.
Evaluation of Quality of Life
Theoretical approaches to quality of life research are varied. Some researchers 
see value in an attempt to objectify and quantify quality of life (Stark and 
Goldsbury, 1990), whereas others believe that quality of life remains, by its very 
nature, an individually unique and subjective concept that defies measurement 
and demands qualitative approaches (Edgerton, 1990). However, if we accept 
that quality of life is defined as an overall general well-being which comprises 
both subjective and objective evaluations of physical, material, social and 
emotional well-being, then a combination of approaches to gain knowledge
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regarding quality of life seems appropriate (Bradley and Knoll, 1990; Schalock 
1990).
Objective evaluation refers to the description of life conditions under which 
people live, such as health, enviromnent, housing, education, income, friendship, 
leisure etc. (Schalock, 1990; Zantma and Goodhart, 1979). These social 
indicators ar e good for measuring the collective quality of community life. 
However, they are considered insufficient to measure an individual’s perceived 
quality of life or for evaluating the outcome of services because they only reflect 
an outsider’s judgement of quality as suggested by external factors.
Subjective evaluation refers to psychological indicators such as personal 
satisfaction with life conditions. These indicators are used in an attempt to 
quantify a person’s quality of life by assessing subjective reactions to life 
experiences. Attempts to measure these subjective evaluations have focused on 
psychological well-being and personal satisfaction/happiness.
In the past decade or so quality of life has emerged as an important theme in 
planning and evaluating services for people with disabilities. Landesrnan in 
1986 pointed out that “the new buzz words in mental retardation are quality of 
life and personal life satisfaction” (p 41). The measurement of quality of life has 
potential that was well defined in Landesrnan’s (1986) editorial in ‘Mental 
Retardation’. “Once we define quality of life and propose measurable standards
 service providers and families will be better able to pur sue imiovative
programmes to achieve these outcomes; social scientists can focus on 
developing str ategies to measiue specific sensitive outcomes and administrators 
and policy makers can adopt more reasonable effective means for monitoring 
their programmes”
Quality of life and its rneasmement have become important concepts in services 
for people with learning disabilities (Goode, 1990). Some reasons for this are 
greater general social awareness about issues of quality, growing concern about
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quality of life in community placements for people with learning disabilities; 
dissatisfaction with current approaches to monitoring and evaluating service 
outcomes and quality of service, wider acceptance of consumers’ viewpoints in 
determining satisfaction with life and acceptance of quality of life as a concept 
guiding clinical decision making and social policy formation.
Quality of life measur es specific to the area of learning disabilities ar e emerging 
as the role of deinstitutionalisation, community integration and mainstreaming 
call for an outcome indicator sensitive enough for the evaluation of the shift in 
provision of services.
Many researchers have concurred that quality of life for people with disabilities 
comprises the same factors as quality of life for people without disabilities 
(Blatt, 1987; Goode, 1990; Schalock 1990; Turnbull and Bruik, 1990).
In the area of learning disabilities evaluation of quality of life has been 
ftmdamental to many recent publications on how services should be delivered.
In the 1970s and 80s quality of life evaluations fr equently focused on three 
aspects:
© quality of the physical enviromnent in which people live (e.g. King, Raynes 
and Tizard, 1971);
@ quality of care people receive fr om staff who look after them (e.g. Henmiing, 
Lavender and Pill, 1981);
® degree of integration into neighbouiiiood as measured by use of physical 
facilities (e.g. Butler and Bjanes, 1978).
Over recent yeai's a number of areas concerned with quality of life have received 
attention in evaluation studies on services for people with learning disabilities 
(cf Emerson and Hatton, 1994; Hatton and Emerson, 1996). In paificulai*, 
objective indicators such as mdividuals’ skills and competencies, living 
environments and engagement in activities have received attention. However, 
the more subjective areas such as emotional well-being and personal satisfaction
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with lifestyle, while well reported in the general literature on quality of life, 
appear to be relatively neglected in the area of learning disabilities.
The Concept of Social Validation in Quality of Life Research
In the context of ‘quality of life’ research there is concern that typical operational 
definitions of quality of life suffer from bias in that they ar*e too personal to the 
researcher’s own subjective views or that they are measured by other things such 
as quality of car e and enviromnents or community participation (e.g. Stanley and 
Roy, 1988). One approach taken by some researchers has involved the 
introduction of social validation as a means of validating the measures.
In 1978, Wolf formally introduced tire issue of social validity to the field of 
applied behaviom* analysis. Essentially, he noted how rarely the consumers of 
behaviour - analytic programmes had been questioned about their acceptance of 
a programme’s procedures, goals and persormel. He warned from experience 
that non-acceptance could precede disastrous consumer rejection of the 
programme and he recommended careful future assessment of consumer 
satisfaction fr om that point of view (Wolf, 1978).
Social validity has been heralded by some as an important guide for the frituie of 
the field (e.g. Baer, Wolf and Risley, 1987) and denounced by others as a 
deti action from the scientific natuie of resear ch practice (e.g. Barratt, 1987). 
Despite these differences, social validity measur es ar e becoming almost 
commonplace in the behavioural literature.
The pmpose of social validity assessments is to evaluate the acceptability or 
viability of a programme or intervention. Most often, social validity assessment 
is accomplished by asking people, other than the programme panels or 
experimenters, to complete some type of questionnaire (Kazdin 1977; Wolf,
1978). The point of these assessments is to anticipate rejection of a programme
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before that happens; therefore, the assessment should involve all relevant 
consumers of the programme such as direct consumers, indirect consumers (e.g. 
parents of a person with learning disabilities) and members of the community. 
This information should be used immediately, as well as in future planning, 
implementation and evaluation. Thus, social validity assessments ar e not meant 
to be, and indeed are not, primary dependent measures; logically, they can only 
supplement the objective measures of behaviour that are the primar y dependent 
measures (BaiTatt, 1987; Dietz, 1978).
Schwartz and Baer (1991) point out that social validity assessment is ideally a 
two pai't process: first an accur ate and representative sample of the consmner’s 
opinion is collected; then that information is used to sustain satisfactory practices 
or effect changes in the programme to enlrance its viability in die community.
Simply recognising the existence of different groups of consumers and their 
possible stalces in programme outcome shows that programme adoption or 
programme rejection can not be predicted safely from a restricted sample of only 
direct consumers.
Schwade (1979) identifies tliree problems with social validation:
a) competence - is the individual competent to assess his/her views on the
matter in question?
b) motivation - ar e members of the local community acting in the best 
interests of the client?
c) inertia - as a result of lack of competence and/or motivation is there a
tendency for the status quo to be maintained?
Tliis questions the ability of local community members to make judgements 
about what another person might value. However, this method of social 
validation has advantages in that it reduces the effect of subjective bias on the 
part of researchers, by employing the cornrmmity’s definition of quality of life as 
a point of comparison.
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Shwartz and Baer (1991) identify a case for making social validity assessments 
routine in programme evaluation, in the same way as measur ement reliability 
assessment is in current research practices. They also argue for the expanded 
consumer participation approach - however including a broader spectrum of 
consumers in social validity assessment, the issue of differentially weighting 
feedback from various groups of consumers, especially when that feedback is 
conflicting must be addr essed. The purpose of social validity assessments is to 
provide information to help ensure programme survival. Therefore, the 
information fi-om consumers most directly related to programme viability should 
be given the most weight. The question of what group of consumers most 
directly effects programme viability is empirical; however the detail necessary 
to answer these questions is not yet available.
Social Validity is not aimed at evaluating programme effectiveness but 
programme acceptability and viability.
A range of approaches have been adopted to determine social validity in research 
relating to quality of life. These include:
® identification of consumer judges (sometimes called clients or experts) who 
should assess the social validity of goals, procedures and/or effects (e.g. 
National Development Group (NDG) Checklist of Standards, 1980);
© selection of rating scales to obtain consumer judgements about qualitative 
dimensions in quantitative terms. Common forms of ratmg scales include 
semantic differential (with extreme values anchoring each end) and Leikert - 
type items (with each point anchored by a particular descriptor) of either 5 or 
7 points;
© preparation of instnrctions for consumer judges to minimise potential sources 
of experimental bias and measurement artefact;
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© assessment of the validity and reliability of the scale. Challenges to validity 
may be countered with assertions of face validity. Similai'ly measur es of 
test/re-test reliability for scores of the same rater may be obtained to suggest 
the reliability of tlie assessment instrument; and
© identification of information about the behaviours or targets for clients, 
implementers or consumers that suggest social validity.
Although behavioural analysts may disagree on how to construct social validity 
assessments, there is a consensus that the role of consimiers in the assessment 
process must be increased if we are going to improve the quality and validity of 
these assessments (Schwartz and Baer, 1991).
In their study Kosleski and Sands (1992) point out that analysing the habits and 
lifestyles of the general public can assist us in achieving social validity in our 
services to persons with learning disabilities. It is easy to lose perspective on 
what might be considered to be quality of life without a yard stick that can 
provide a guide for service decisions.
SUMMARY
The definition and measurement of quality of life for people with learning 
disabilities has received considerable attention over recent years. Quality of life 
as a subject of inquiry is closely linlced with the principle of integration and 
implementation of the normalisation principle. There is general agreement that 
the assessment of quality of life should involve both subjective and objective 
measures. Objective indicators have been employed in many studies while 
subjective ones have been incorporated in few. There is a need to address the 
social validity of quality of life assessment in the evaluation of services for 
people with learning disabilities.
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OUTCOME STUDIES TN 
DEINSTITUTTONATTSATTON RESEARCH
47
Introduction
Seager (1990) in a review of international literature over die 60’s, 70’s and 80’s 
noted less than 30 studies made any serious attempt to investigate the natur e of 
the lives led by people with learning disabilities in the cornmimity. Only 10 
incorporated any attempt to ask these people what they thought.
Most studies followed up people resettled from institutions in 'behaviour ’ terms. 
Success or failure was determined by whether or not an individual was re­
admitted to institutional care with the assumption that the outcome was ‘good’ if 
this did not occur. Some studies focused on identifying factors associated with 
successful or rmsuccessful community placement (Heal, Sieglmann and Switzky, 
1978; Jackson and Butler, 1963; McCarver and Craig, 1974; Windle, Stewart 
and Brown 1961). The occiuTence of behaviour" problems in the community 
was the best indicator of re-admission whereas client pre-dischar ge functional 
ability was not consistently related to successful commrmity placement 
(Crawford, Aiello and Thompson, 1979).
Since the early 80’s researchers have begun to address “quality of life” issues 
focusing on client outcome variables.
A number of studies have examined tire effects on var ious behavioural and 
quality parameters when people move to community based living arr angements. 
An impressive array of outcomes have been examined such as behavioural status 
(e.g. Fleming and Stanfer-t-Kroese, 1990; Hemming, 1986; Larson and Lakin, 
1989; Lowe and de Paiva, 1990; Mansell, 1995); parent attitudes before and 
after deinstitutionalisation (e.g. Lar son and Lalcin, 1989,); aspects of the 
envirorrment (e.g. Beswick, 1992; Cullen et al, 1995; Comielly Boyle and 
Smith, 1992; Felce et al, 1985, Felce and Perry, 1997) and a myriad of quality of 
life measur es encompassing indicators of social presence, client satisfaction, 
friendships, peer interaction, etc. (e.g. Cullen et al, 1995; de Kock et al, 1988; 
Dockrell et al, 1993; Flemming and Stenferf-Kroese, 1990).
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Attempts have been made to identify particular variables contributing to 
outcomes for people moving from hospital settings to care in the community 
such as individual characteristics and environmental features including size of 
living imit, staff:resident ratio, management practices etc. With respect to 
individual characteristics earlier resear ch (cf McCarver and Craig, 1974) found 
little relationship between commrmity adjustment (usually meaning no re­
admission to hospital) and char acteristics such as age, level of ability and lengtli 
of hospitalisation.
The studies reviewed here examine a nrmiber of key ar eas in relation to 
outcomes for people moving from institutional to cornmimity settings. These 
are:
® features of the environment;
® competence and personal growth;
® patterns of interaction;
® engagement in activity;
® commrmity presence; and 
@ psychological well-being and user satisfaction.
Features of the Environment
In view of the limited ability of individual char acteristics and competencies to 
predict commrmity adjustment, one might suppose that enviromnental factors 
play a lar ge role in the adjustment process.
The emphasis on quality of physical enviromirent is evident in its inclusion in 
wr itten standards (e.g. Accreditation Cormcil for Facilities for the Mentally 
Retarded, 1971; National Development Group, 1980). An axiom in the 
normalisation ideology is that physical envirormients are vital for promoting 
certain types of behaviour and social interaction. While the provision of a 
physically emiched envirormrent would appear to provide the opporirmity for a 
greater level of meaningful activity and interaction (e.g. Felce et al, 1985), it
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does not in itself appear to be sufficient to ensure greater client participation (e.g. 
Landesman-Dwyer, 1982), or community integration (e.g. Sinson, 1990).
In the search for residential alternatives to mstitutional living the issue of 
“optimal size” is debated frequently. Many plead for smaller facilities on the 
grounds that small units aie more personalised, “normal” and desirable. In the 
context of normalisation ideology size of living unit is an important variable.
Botli facility size (e.g. King, Raynes and Tizard, 1971; McCormack, Balia and 
Zigler, 1975) and the size of the living unit independent of facility size (e.g. 
Harris, Veit and Allen, 1974) have been associated with a lower quality of care 
and with institution rather than resident orientated management practices. 
However, Butler and Bjaanes, (1978) found small coimnimity units to vary in 
quality - some replicating the worst aspects of lai'ge, total institutions. They 
foimd that very small facilities showed a less positive treatment environment 
than lar ge facilities and speculated that small homes may hinder autonomy 
because of over protective staff.
Rotegai'd, Hill and Bminiks (1983) found resident activity and autonomy to be 
higher in facilities with 5 to 8 residents than in those with 1 to 4 residents. 
Landesman-Dwyer, Stein and Sackett, (1988) found that social interaction 
occurred more frequently in larger group homes than in smaller ones. Other 
studies have found increases in the fr equency and quality of interaction in small 
rmits as opposed to large imits or institutions (e.g. Hemming, Lavender and Pill, 
1981; Felce and deKock, 1989). A recent study, Felce and Perry (1997) 
employing PASS 3 evaluation (Wolfenberger and Glerui 1975) found smaller 
residences (1 to 3 residents) serving more able clients conformed more to 
normalisation ratings. It is difficult to draw any firm conclusion from these 
studies as resident characteristics have not always been controlled for 
adequately. Also staffing patterns will vary as a frmction of facility size and 
may along with other compounding variables, foster fake conclusions about the 
effects of size per se.
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A number of studies dr aw attention to the eiTor of assuming that increasing staff 
numbers leads invariably to higher quality care and interactions (e.g. Duker et al, 
1989; Felce, 1988; Felce and Perry, 1994; Landesrnan, 1987; Moores and Grant, 
1976).
These authors report that above a minimal level, staff/client ratios are unrelated 
to quality of outcome and there are diminishing returns from increasing staff 
numbers.
The exact relationsliip between environmental variables such as numbers of staff 
available and the physical setting in which they work with clients has shown to 
be complex (e.g. Felce et al, 1986).
Other areas such as management style have also been explored. Tjosvold and 
Tjosvold, (1983) note that collaborative management offers opportimity for 
residents to learn. Collaboration offers opportunities for high quality decisions, 
commitment to these decisions and improved self development and social 
competence of residents and staff members. They point out that it is not size of 
residences or quality of inputs, but how residents and staff members use then* 
resources and, more broadly, how they relate to each other that affects residents.
Competence and Personal Growth
Increasing the competence, abilities and skills of people with learning disabilities 
and encoiuaging them to ‘maximise their potential’ provided one of the most 
important rationales during the early stages of the replacement of hospitals for 
people with learning disabilities with smaller cornmimity based forms of 
residential care. Emerson and Hatton (1994) point out that early evaluation 
research reflected the ethos with the ‘success’ of deinstitutionalisation being 
almost solely defined in terms of the rate with which users developed new skills. 
This ar ea continues to be emphasised in resear ch. There is no evidence that the
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provision of community facilities alone will develop positive social functioning 
(Butler and Bjaanes, 1978; Edgerton, 1975; Lowe and de Paiva, 1990; McCaiwer 
and Craig, 1974).
The interest and importance placed on skill development is evidenced by its 
early inclusion in policy docirments (e.g. Peters’ Report 1979) and the emphasis 
given to this area in research studies. All studies reviewed primarily use 
questionnaires and rating scales completed by car e staff (cf Emerson and Hatton, 
1994; Hatton and Emerson, 1996). Virtually no attention has been given to 
assessing personal competence from service users themselves.
Adaptive Behaviour
Changes in adaptive behaviour are probably the most frequently used outcome 
measur es of the effects of deinstitutionalisation (Emerson, 1985) and a variety of 
assessments have been used for this purpose. The most well Imown and widely 
used is the Adaptive Behaviour Scale (Nihira et al, 1974). Most adaptive 
behaviour* scales or checklists cover all or some of the behaviour* domains of self 
care, domestic activity, language development, social skills and recreational 
skills as assessed by care staff. Studies reported in Britain and the USA have 
revealed varying degrees of change in the ar ea of adaptive behaviour* with some 
sho*wing an increase in personal competence associated with the move to smaller* 
community settings (Connelly et al, 1992; Emerson et al, 1993; Knapp et al, 
1992; Larson and Lalcin, 1989) and a number reporting no change across the 
different service models (e.g. Beswick, 1992; Cullen, et al, 1995; Lowe and De 
Paiva, 1990). There is some evidence that hnprovements are most marked for 
residents who are least able (e.g. Felce and Perry, 1994, 1996; Lynch, Kellow 
and Willsonl998; Shah and Holmes, 1987;).
Few studies have been longitudinal in design so findings relating to the 
maintenance of skills over a period of time are spar se. There is some evidence 
that initial gains are lost over* time (Hemmng, Lavender* and Pill, 1981) and.
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where increases have talcen place, these have often occurred immediately after 
community placement and plateaued thereafter (e.g. Hemming, 1986; Lowe de 
Pawa and Felce, 1993). Studies that employed ‘control groups’ provide 
information on adaptive behaviom* for people remaining in hospital. Some 
report a decrease in adaptive skills over time (e.g. Beswick, 1992) while other 
studies have found increases in adaptive behaviour for hospital based residents 
over time (Hemming, Lavender and Pill, 1981).
Major fmdmgs fi-om a number of the deinstitutionalisation studies reviewed 
indicate that changes are not entirely consistent fi-om one study to the next.
There was no behaviomal domain which all investigators found the same change 
talcing place. The diversity of results is not surprising, given the difference 
amongst the studies in numbers of subjects, the ftmctional level of the subjects, 
the varying environments they were transferred fi-om and moved into, and the 
different length of time within which they were followed up. Types of 
behaviour that improved in most of the studies were particularly language 
development, domestic activity and socialisation.
It has been contended (Emerson and Hatton, 1994; Kleinberg and Galligan, 
1983) that improvement in ftmctioning represents a manifestation of behaviour- 
already in the clients’ repertoire rather than new learning. The new environment 
provides the opportunity for the manifestation of those skills, not only in the 
sense of permitting but also in providmg social reinforcement. The environment 
seems to have little effect, however, on certain areas of adaptive behaviour. 
Systematic training and education will be required for client improvement in 
these area.
Emerson and Hatton (1994) identify a number of problems in the interpretation 
of results in this area, such as:
® lack of knowledge concerning the interater reliability of the scales 
® differing expectation of staff in ‘institution’ and community residences 
which may bias the responses of staff to questions regarding the abilities of
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service users
© the problem in separating out increase in competence of service users from 
enlianced opportunities to display these competencies.
Maladaptive Behaviour
Emerson and Hatton, (1994) point out “one paiallel aspect of the growth in the 
general competence of service users is the extent to which they show less 
evidence of ‘challenging behavioui's’. These are culturally unusual or 
miacceptable behaviours which are likely to lead to the person being excluded 
from or denied access to ordinary community settings”.
Government policy, though favouring the development of community based 
services as alternatives to institutional care since the scandals of the 1960’s and 
1970’s, has remained equivocal about the futuie role of institutions for people 
with multiple disabilities or with behaviour- problems (Department of Health and 
Social Secur ity, 1984; Depar tment of Health, 1989). Recent government 
guidance (Department of Health, 1993) identifies the hnprovement of 
commrmity services to meet the needs of people’s problem behaviour as a major 
goal and accepts the use of institution only as a stopgap while this is being 
achieved.
There is evidence, as in American studies, that people with problem behaviour s 
are less likely to be offered cormnunity services until the end of the 
deinstitutionalisation process (Whig, 1989). These people are also more likely 
to be reinstitutionalised (Intagliata and Wilier, 1982; Pagel and Whitling, 1978) 
and, according to Mansell (1994), there is some evidence that English 
community ser-vices, where they ar e set up with emphasis on the normalisation 
ideology, rather than how to realise this in practice, may have particular 
problems serving people with problem behaviour. Maladaptive “problem 
behaviour” has been used as an indicator in evaluative studies fr om the 60’s, 
when resear-chers examined re-admission rates and foimd tliat these were related 
to the presence of significant maladaptive behaviour.
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The majority of studies evaluating changes in challenging behaviour do so by 
use of standar dised rating scales which elicit information from care staff e.g. 
Adaptive Behaviour Scale (Nihira et al, 1974) and Disability Assessment 
Schedule (Holmes, Shah and Wing, 1982). A smaller number of studies 
reviewed by Emerson and Hatton, (1994) employ a method of direct observation 
to record amount of time users exhibited challenging behaviours (e.g. Emerson 
et al, 1993). Studies have found mixed evidence to support the view that 
moving to the community is associated with less or no change in the prevalence 
of maladaptive behaviours (e.g. Borthwick and Miller, 1981; Emerson et al, 
1992; Evans et al, 1985;. Knapp et al, 1992; Mansell and Beasley, 1993).
As with adaptive behavioru’ - changes vary across studies in relation to ‘reported’ 
challenging behaviour. Different measuring approaches seem to yield different 
results. They suggest that, in part, the discrepancies between the approaches to 
measmement may reflect differential sensitivity to change among par ticular 
forrns of challenging behaviour.
Patterns of Interaction
The area of social interaction has been subject of extensive resear ch since Mead 
in 1934 introduced the symbolic interaction theory, which suggests children 
learn behaviour s as a result of interaction with significant others. The 
importance of ‘interaction’ has been stressed since the early 1990’s by 
researchers and educators and its relationship to development and well-being 
fr om birth of old age. The first systematic observation of interaction was in the 
ar ea of mother and infant interaction. The extensive literatur e in the area of 
mother and child interaction has pointed to a number of issues such as 
relationship to cognitive functioning of the child (e.g. Dunst, 1978; Elardo, 
Bradley and Caldwell 1975) and the impact on the social development of the 
child of tiu'n talcing and reciprocating (e.g. Newson, 1979).
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The work with ‘normal’ children has been extended to look at interaction 
patterns between mothers and other carers and children with learning disabilities. 
Compared to mothers of non-disabled children, mothers of learning disabled 
childr en are more dominant conversational partners and they use more language 
that is directive or controlling of the child’s behaviour and less that is responsive 
to child initiated communication and actions (e.g. Buiiun, Rynders and Timiure, 
1974; Cimningham et al 1981; Malioney and Robenalt, 1986). The more 
dominant, directive and less responsive commimicative style of mothers of 
children with learning disabilities seems to be a reaction to the passivity and 
commimicative unresponsiveness of their children. This style appear s to be a 
means of prodding children into more active communication. However, several 
investigators have speculated that a dominant, directive style may impede the 
commimication development of non-handicapped children (e.g. Hoff-Ginsberg 
and Shatz, 1982).
During the 1980’s and 1990’s the interest in patterns of interaction has extended 
from the extensive work done on parent-child interaction studies to teacher-child 
studies in classroom settings and studies in institutional settings.
Similar findings in relation to interaction style of teachers with severely 
handicapped children have demonstrated lack of turn taking, high directive 
verbal output fr om teachers, few child initiated interactions and limited positive 
contact from adults (e.g. Beveridge and Beiry, 1977; Bryan and Wlieeler, 1976; 
Ware, 1987). Teacher behavioui* with handicapped children has been found to 
vary dependent on ability level of children (e.g. Hacloiey, 1984; Ware, 1987). 
Some positive effect following staff training was noted by McBrien and 
Weightman, (1980) on both quantity and quality of interaction between staff and 
children.
Studies in institutional settings dur ing the 1970’s focused on the behaviour of 
institutionalised handicapped childr en and of the staff who supervised their daily
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activities, often employing direct observational methods (e.g. Oswin 1978; 
Wairen and Monday, 1971; Wright, Abbas and Meredith, 1974). These studies 
focused on the interaction patterns between profoundly and severely 
handicapped children and staff. The results of these studies ar e remaikably 
consistent in that very little interaction occur s at all and the quality of 
interactions that do occur* are considerably poor.
Staff Contact
A  good deal of work on interactions between staff and people with learning 
disabilities consists of observational studies m hospitals or other residential 
settings and have grown out of ear lier work with psychiatric or acutely ill 
hospital patients. As early as 1953, Behymer stressed the importance of 
observing interaction patterns of nurses and attendants (Behymer, 1953).
It is widely Imown that the interaction patterns in institutional settings for people 
with learning disabilities are problematic in that they occur very rarely (e.g. 
Cullen et al, 1983; Felce et al, 1985, 1986 and Warren and Monday, 1971) and 
the quality of the actual interaction when they do occur is poor. Many studies in 
service settings in the 1970’s and early 1980’s have shown a virtual absence of 
interaction between staff and residents with a learning disability (e.g. 
Landesman-Dwyer, Sacket and Kleinman, 1980; Repp and Bai*ton, 1980;
Wright, Abbas and Meredith, 1974). This has also been shown in other areas 
such as elderly (e.g. McClaimahan and Risley, 1975) and psychiatric care (e.g. 
Sanson-Fisher et al, 1979).
Studies which have exammed the effects of environmental factors on the natural 
state of staff interaction with people with a lear ning disability have found;
® tliat increasing staff/client ratio by adding staff does not increase staff 
initiated contacts (Dalgleish and Matthews, 1980; Felce and Repp, 1992; 
Felce and Perry,1995a; Harris et al, Veit and Allen 1974; Landesman-Dwyer, 
1981) and
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may actually decrease tlie number omitted by each staff member (e.g. 
Mansellet al, 1982). Instead, more staff-client interactions may occur when 
there aie less staff present;
© that clients with low rates of maladaptive responding and high rates of 
adaptive responding received more attention (Dulcer et al 1989; Grant and 
Moores, 1977), and that staff tend to interact with each other rather than witli 
clients when more of their peers ai*e available (Felce, Kushlick and Smith 
1983; Moores and Grant, 1976);
© that some residents may experience restricted interaction, superficial or 
inappropriate interaction from staff as a consequence of their potential for 
destructive or aggressive outbuists (Grant and Moores, 1977) or simply 
because their physical appeaiance may be aversive or non-reinforcing for 
others. A review by Repp et al, (1987) indicates tliat staff interactions aie not 
evenly distributed amongst residents, but may tend to occur- more with a small 
number of people, especially those who ar e seen to be more attractive, 
intelligent and participative or less disruptive.
Tizard et al (1972) put forward the hypotheses that certain speech types, defined 
as “informative” are better for resident language development than others - such 
as “controlling speech fimction”. Pratt, Bumstead and Raynes, (1976) found 
that more severely retai'ded adults living in a large residential institution were 
addressed less often in an informative manner by staff. Otlier studies have 
confirmed this variation in interaction leading to the assumption that the 
development level of the learner would seem to affect not only the form but also 
the function of the total speech sample directed to him or her by adults. Staff 
interaction with people with learning disabilities has consisted of few 
interactions deemed to be assisting in nature. More often staff were foimd to 
interact in a neutral way with residents (e.g. Felce and Perry, 1995a).
In then- review of 46 studies (between 1980 and 1993) examining the effects of 
the move from hospital to commimity settings on tlie lives of people with 
leai-ning disabilities hi the U.K., Emerson and Hatton, (1994) identified 26
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studies which examined the extent and nature of contact received by users from 
care staff. Most studies employed some form of direct observation (e.g. Beail, 
1985; Dalgleish and Matthews, 1980; Durward and Wliatmore, 1976; Emerson 
et al, 1992; Felce et al, 1986; Orlowska et al, McGill and Mansell 1991). The 
majority of these studies focused their observations on the activities of service 
users and consequently only observed those aspects of staff behaviour which 
involved active contact with users.
Emerson and Hatton (1994) compared results across as well as within studies. 
Wliile overall levels of staff contact were higher in staffed houses (14.8%) than 
either hostels (9.3%) or hospitals (4.2%) significant variation occurred within 
each type of service. Thus, for example, the amount of time users received 
contact from staff ranged fr om 3 - 16% in hospitals, 2 -17% in hostels and 5 - 
31% in commimity based staffed houses. Wliile the small number of studies 
evaluating staff contact in hostels makes the assessment of the statistical 
significance of differences across all types of services impossible, a compaiison 
of hospitals with staffed houses reveals that users in staffed houses received 
significantly more staff contact than users in hospitals.
Peer Interaction
Although attention has been primarily focused on interaction between staff 
members and residents, relationships among residents can effect their well-being 
and their learning (Tjoswold and Tjoswold, 1983). Poor interaction is a greatly 
imder-utilised resource to facilitate residents’ development. Tjosvold and 
Tjosvold (1983) argue that “residents” aie likely to leaiii important social skills 
and co-operation through interacting with each other. Social interaction and 
how people relate to their peers greatly effects the development and learning of 
learning disabled persons.
Few studies have reported findings on ‘peer’ interaction in settings for people 
with learning disabilities. Wliile some positive changes have been noted in the
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area of staff interaction for people moving from hospital to community 
residences, little change has been foimd in ‘resident’ interaction across settings 
for people with severe and profoimd disabilities, (e.g. Felce, De Kock and Repp, 
1989; Mansell, 1994).
Engagement
Studies of people living in institutions have typically recorded low levels of 
engagement for residents in psychiatric settings (e.g. Sanson-Fisher et al, 1979, 
Pool and Dunn, 1989) elderly settings (e.g. Bowie and Mountain, 1991;
Godlove, Richard and Rodewell, 1982; McClaimahan and Risley, 1975) and 
settings for people with learning disabilities (e.g. Cullen et al, 1983; Hemming, 
Lavender and Pill, 1981; Thomas et al, 1986). For some groups low levels of 
engagement in activity was foimd across settings such as day centres, residential 
units, hospital wards (e.g. Godlove et al, 1982). A number of studies exploring 
the influence of staff-client ratio on engagement in purposeful activity have 
found little evidence to support the view that more staff allows for better 
‘engagement’ (e.g. Raynes, Pratt and Roses, 1979).
The interest in tliis area is evident in that direct observation of tlie extent to 
which users are actively engaged has been the most frequently used measure of 
outcome in U.K. reseai’ch over the past 14 years (e.g. cf Emerson and Hatton, 
1994; Hatton and Emerson, 1996).
Emerson and Hatton (1994) state that the definition of engagement across studies 
has been used with sufficient consistency to allow for the comparison of results 
across as well as within studies. Of the studies reviewed (e.g. Auburn and 
Leach, 1989; Beail, 1988; Mansell and Beasley, 1990; Rawlings, 1988), levels 
of appropriate engagement were significantly higher in staffed homes (47.7%) 
than hostels (24.7%) or hospital wards (13.7%). There was significant vaiiation 
with each type of service ranging fr om 2 - 23% in hospitals; 6 - 54% in hostels 
and 8 - 74% in staffed houses. Information relating to staffing ratios and ability
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levels of clients were not included in most of the studies maldng it difficult to 
identify what variables may accoimt for the observed variation within service 
models.
Wliile the majority of compaiative studies reviewed by Emerson and Hatton, 
(1994) indicated significantly increased levels of engagement in smaller 
community based enviromnents, a minority of studies (25%) found no such 
change (e.g. Bratt and Jolinson, 1988).
Community Presence 
Community Integration
The presence of people with disabilities in commimity settings and their 
participation in conmiunity-based activities is often seen as the foundation for 
their trae social integration.
No one definition of integration enjoys consensus and its definition has been 
elusive. Maiic and Buckley, (1989) described integration “in its simplest and 
most elegant form as a degree of community presence and participation for 
persons with disabilities that is no different from that enjoyed by persons without 
a disability label” (p 320).
Fom* different components of integration have generally been considered (Mai*k 
and Buckley 1989). These aie physical integration, social integration, 
relationships and social networks. Physical Integration is a necessary first step 
for other forms of integration - but mere physical presence may not necessarily 
lead to other forms of integration. Social Integration has been defined as 
“regular* access to interactions with individuals without identified handicaps and 
regular* use of normal commimity resour ces ”. (Will, 1984; p.2). Therefore for 
social integration to occur, interactions are a necessary condition. Competent 
social interactions elevate social perceptions of persons with disabilities 
(Gaylord - Ross and Peck, 1985).
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A wide variety of measures have been used in measur ing social integration 
which have focused upon social skills or discrete measur es of social interaction 
(Nisbet, Zanella and Miller 1984; Yan et al,1990). “Relationships depend on 
social interactions that are ongoing and usually involve reciprocal participation 
in activities” (Mark and Buckley, 1989, p 320). Measur es of relationships have 
focused on frequency and dur ability of contacts and type of interactions 
(Kennedy, Horner and Newton, 1989). Social networks generally refer to the 
people identified as socially important to a person. Mark and Buckley, (1989) 
refer to social networks as involving “repeated contact with a number of people 
who identify the relationships that exist with the group as “socially impor*tant” (p 
320). Social contact patterns and social supports are directly related to social 
networks and are often conceptualised imder the term “social life” (Kennedy, 
Horner and Newton, 1990).
Social networks generally have been assessed by measmmg the size, stnrcture, 
ftrnctions and adequacy of the network (Bariera, 1986). Self-ftrlfrlment and 
satisfaction with one’s quality of life have been highly associated with a stable 
social network (Haring, 1991). Storey (1993) points out that presently there is 
little empirical imderstanding of how social relationships and social networks for 
people with disabilities form and how they effect the quality of life of these 
persons.
Participating in Community Activity
In their review of British deinstitutionalisation studies since 1980, Emerson and 
Hatton (1994) found 20 of 46 separate studies included data on the extent service 
users participated in community activities.
Most commonly the studies assessed the use of community based facilities (e.g. 
shops, cinemas, banlcs etc.) either retrospectively tlirough interviews with the 
staff (e.g. Doclorell et al, 1993) and/or service users (Jalroda Cathermole and 
Markova, 1990; Martm, 1982), prospectively using some sort of diary
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completed by caie staff (e.g. Bratt and Johnson, 1988; de Kock et al, 1985,
1988; Evans et al, 1985; Fleming and Stenfert-Kroeze, 1990) or the use of 
direct observational approaches (e.g. Joyce, Mansell and Gray, 1981). 
McConkey, Walsh and Connelly (1983) intei*viewed neighbours of service users 
living in staffed housing regarding the amount of contact they had with service 
users.
Participation is often used as an objective measure of quality of life. (Butler and 
Bj armes 1978). The presence of people with disabilities in commrmity settings 
and their participation in commrmity based activities is often seen as tlie 
foundation of their true social integration.
A number of researchers (Amado, 1988; Edgerton, 1975; Parameter, 1988; 
Seager, 1990) have observed that deinstitutionalisation has allowed persons 
with a learning disability to live hi commimity settings but they are far from 
integrated into community life.
The impetus for increased community based residential placements was derived 
in par t from the logical assumption that such placements naturally lead to 
increased participation in community activities and increased utilisation of 
community resources. An important aspect of community living concerns the 
contact made with family, friends and neighbours. Sigelman et al, (1981) foimd 
that people with learning disabilities produce a high level of acquiescence, a 
behaviour wliich is not conducive to the development of satisfactory 
relationships. Raploy and Firth, (1986) have outlined some of the barriers 
which people with learning disabilities may face in making relationships. They 
have difficulty in getting to places where people meet because of lack of money 
and transport. They may have difficulty in communication or have been 
deprived of opportunities to learn everyday social skills (Doriegan and Potts,
1988). However, there is limited information available fr om patterns of social 
contact between persons with learning disability and typical members of local 
cormmmity. Research suggests that there is variability across people and the
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type of setting where they reside (e.g. Kennedy, Hornew and Newton, 1989; 
1990).
A number of studies in the U.K. which have examined the frequency of social 
contacts in community settings compared to hospitals have reported an increase 
in the frequency of social contacts in the community settings (e.g. Booth, Booth 
and Simons, 1990; de Kock et al, 1988; Lowe and de Paiva, 1991). However 
the frequency of contact with people who ar e not resident, staff or relatives 
remains very low (e.g. Catheimole et al, 1988; Fleming and Stenfert-Kroeze, 
1990; Knapp et al, 1992).
For some people there was no reported change in the use of community facilities 
in smaller commimity settings as opposed to hospitals (e.g. Beswick, 1992; 
Knapp et al, 1992; Emerson et al, 1993) or initial changes were not maintained 
over time (e.g. Clare and Murphy, 1993).
While studies have adopted different approaches to the evaluation of commimity 
participation and reliability data has not always been quoted or reliability has 
fomid to be low (e.g. Joyce et al, 1989) - in general the reseai'ch supports the 
view that ‘being’ in the community increases the opportunities for being ‘paif of 
the commimity. Emerson and Hatton, (1994) point out, however, that 
improvements generally occur from a very low baseline in hospital settings and 
that coimnunity contact in community based services may still be relatively 
supeificial and infrequent.
User Satisfaction
Advocates of deinstitutionalisation have implicitly assimied that the happiness of 
individuals with leai'ning disabilities is inevitable when they ai*e transferred fr om 
an institution to coimnmiity residential and day services prograimnes.
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While it has been long recognised that people should be involved in assessing 
their ‘quality of life’ many researchers excluded the view of people with a 
learning disability on the basis that they are least able to conceptualise and 
articulate and therefore focus on the more objective measures. In 1981 
Landesrnan - Dwyer in an address to the Residents Committee on Mental 
Retardation in the U.S. stated “As much as possible assessment of quality life
should be from the viewpoint of individual clients............ rather than our* own
perspective”. A number of researchers have shown that with car e it is now 
practical to involve these individuals in research and serwice evaluation (e.g. 
Cullen et al 1995; Flyrm, 1989, Lowe et al, 1986; McKenzie, 1990; Walker, 
Ryan and Walker, 1993). To date methods of seeking information from service 
users have been obtained by structured or semi-structured interviews (e.g. Flynn,
1989). The use of visual aids to assist in eliciting information has been 
employed in some studies. The fact that persons with learning disabilities 
continue to have unmet needs, in spite of living in a homely environment with 
access to community facilities (Stanley and Roy, 1988), underlines the point that 
it is important to include subjective indicators in tlie assessment of quality of 
life.
Summary
Over the past 20 years a number of studies have been carried out to examine the 
effects of deinstitutionalisation on the quality of life for people with learning 
disabilities. There is considerable variation in outcomes reported from one study 
to the next. However, some general conclusions can be dr awn:
® there is some relationship between the size and management organisation of 
living units and quality of life of residents - although many other factors 
seem to be involved;
® variable results have been reported regarding improvements in individuals’ 
skills levels and competencies as rated by staff. No studies have sought 
individuals’ own views about tliis;
© some improvements have been foimd with regard to the rate and quality of
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interactions received from staff - although very little has been reported on the 
natur e of interaction between residents;
some improvements have also been found for resident engagement in 
activity;
there is insufficient information available on the relationship between 
resident behaviour and staff behaviour* in the area of learning disabilities 
(altliough a considerable amoimt of resear ch has been car ried out on other 
groups, e.g. parent - child; teacher* - child);
people may be physically integrated in community settings but ar e a long 
way fr om being socially integrated; and
few studies have addressed the subjective dimensions of quality of life such 
as personal satisfaction and psychological well-being.
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CHAPTER 4
RESEARCH TSSHES AND 
METHODOLOGTCAL CONSIDER ATTONS
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The historical development of services for people with learning disabilities 
points to a range of issues that have impacted on where, when, what and how 
services are provided. While early empirical studies have influenced, to some 
extent, both the setting up of institutions and the deinstitutionalisation 
movement, many otlier issues have probably had a stronger bearing. Political, 
philosophical, cultural, social and not least economical factors have all 
contributed to varying extents to the changes in service provision for people with 
learning disabilities. There is however a general consensus that people are 
generally better off in terms of their environment and lifestyle when they move 
although gains may be both modest and variable.
It appears that the literature has not been sufficiently robust to allow for 
imequivocal and widespread support for deinstitutionalisation as evident in calls 
from professionals (cf Lamb, 1993). Some resistance has been a reflection of a 
wider concern, that deinstitutionalisation is not always a policy which is 
informed by emphical data but is sometimes more influenced by fashion and 
financial exigencies (Cullen, 1995; Scull, 1990).
Emerson (1988) argued cogently that we should be moving from wondering 
whether deinstitutionalisation does or does not work to asking questions about 
actions which are of relevance to service users. One empirical question that 
requires to be addressed is what specific settings are most valuable for what kind 
of people. A key issue is the relationship between user characteristics, the 
structur al and procedur al characteristics of settings and performance across a 
wide range of outcomes. In this context a number of research issues ar e 
considered.
1) Many measures of quality of life have been employed in evaluative 
studies. There are a range of views as to what does or does not 
contribute to quality of life for people with learning disabilities and 
whether it is the same or different fr om other people. The need to
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address the social validity of quality of life assessment is an important 
area for reseai’cli to address.
2) There is general consensus that quality of life requires to address both 
objective and subjective perspectives. As has been pointed out earlier, 
there are some difficulties in accessing the subjective views of people 
with learning disabilities and only a few studies have made any effort to 
address this. In particular* it has been difficult to evaluate psychological 
status and mood states. There is some evidence that people with mild 
learning disabilities can malce valid and reliable responses on self report 
evaluations (e.g. Prout and Schaffer, 1985) although this is an area rarely 
examined in evaluation studies of different service models.
Clearly objective measures are important but on their own may miss out 
on an important dimension. Horner and Heal (1993) point out that a 
comprehensive measur e of an mdividual’s quality of life should include a 
measrn e of social indicators in the environment, a measur e of 
psychological indicators of happiness and satisfaction and a measure of 
the fit between the person and his or her environment. While many 
measures exist for use with the general population there is a lack of 
research on how best to ‘tap’ into these areas for people with learning 
disabilities.
3) It is appar ent that while people with learning disabilities ar e living in
community settings there is a lack of resear ch evidence in relation to 
what skills and behavioiu's are necessary to achieve community presence 
and to enable people to participate in the life of the community (cf 
O’Brien, 1987). Many people have assmned that placement in the 
commimity is sufficient to achieve successful integration and 
participation.
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4) The very natiu'e of services for people with learning disabilities means 
that care staff play a crucial role in the achievement of a higher quality of 
life for the people they care for. The relationship between staff and 
resident behaviours is one requiring considerable attention in fluther 
research.
5) Wliile a number of studies have addressed some aspects of quality of life 
for people with learning disabilities moving from hospital to cornmmiity 
settings (cf Emerson and Hatton, 1994; Hatton and Emerson, 1994) 
many have quoted relatively small nmnbers (under 12) of people and few 
have looked at people over a prolonged period of time Tliis raises a 
question in relation to generalisability of findings. In a review of 46 
separate studies carried out in the U.K. since 1980 (cf Emerson and 
Hatton, 1996) on some aspect of the characteristics or quality of 
residential services for people with learning disabilities, only four studies 
included 50 or more individuals fiom the same setting (e.g. Felce, 1994; 
Flymi, 1989; Hewson and Walker, 1992 and Knapp et al, 1992). Of 
these only one (Knapp et al, 1992) looked at the same people in two 
settings (hospital and community) and at a comparison group (not a 
control group) of people remaining in hospital.
6) A related issue is that of maintenance. Do improvements continue over 
time, or do people stay the same, or do they get worse? The vast 
majority of studies have examined people at one point in time or have 
conducted a pre - post move comparison. There is evidence from a few 
studies that gains made following a move from hospital to community ar e 
variable and not always consolidated.
7) With the emphasis on the rundown of hospitals and eventual closur es, 
little attention in recent years has been given to those people who are still 
in hospital and are likely to be for some year's to come. There are several
70
questions to address in relation to this such as whether their quality of life 
is getting worse, improving or staying the same.
As deinstitutionalised programmes continue, it is necessary, on an on-going 
basis, for data to be gathered over a period of time which will give a more 
accm ate and detailed pictur e of what happens to people when they leave the 
institutions and also for those who still remain. There is a need to identify ar eas 
which represent significant challenges to commimity based residential services. 
This involves widening the range of measur es used to ensure that quality of life 
in its multidimensional construct is assessed validly and by meaningfiilly 
involving service users and others. This leads to the identification of outcomes 
which have a real bearing on the agendas of policy makers and service users, as 
suggested by Emerson (1985). The research reported here was cariied out as a 
contribution to tliis exercise.
Within the overall fr amework of the research on quality of life tliree separate but 
related studies were undertaken to address some of the major questions identified 
in the context of assessing quality of life for people with learning disabilities.
Study 1 was designed to assess the social validity of some aspects of quality of 
life in relation to people with and without learning disabilities.
Study 2 was designed to mvestigate the effects, over time, on a nmnber of 
objective and subjective indicators of quality of life for:
(i) a sample of people with learning disabilities who left hospital to 
live in a range of commimity residences and
(ii) a sample of people with learning disabilities who remained in 
hospital.
Study 3 was designed to exanime resident engagement and patterns of staff : 
resident interactions for:
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(i) a sample of people with learning disabilities who left hospital to 
live in a range of commimity residences and
(ii) a sample of people with lear ning disabilities who remained in 
hospital.
As the research studies were conducted in naturalistic settings a quasi 
experimental design was adopted utilising a pre-matched control group and 
longitudinal repeated measures designs.
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CHAPTER 5
STUDY 1
SOCIAL VALIDITY AN EXPT.ORATORY STUDY
I Establishing Social Validity - Community Sample
II Establishing Social Validity - Learning Disability Sample
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Introduction
One of the major difficulties in the evaluation of services for people with 
learning disabilities is that some clients of the services ar e neither able to express 
their own views nor are they given the opportunity to identify desired outcomes 
for services they receive.
The goals for services and their measurement have been developed by and based 
primarily on ‘expert opinion’ (e.g. National Development Group, 1980; 
Wolfensberger and Glenn, 1975; Wolfensberger and Thomas, 1983) without 
necessarily seekmg the views of service users or others.
Wliile these and a range of other measur es have been widely used in the U.K. 
and U.S.A. (Felce and Perry, 1997; O’Brien and Tyne, 1981) to evaluate services 
and aspects of recipients’ quality of life, some concerns have been expressed 
regarding their validity. For example, in relation to PASS (Wolfensberger and 
Glenn, 1975) Landesrnan - Dwyer (1981) pointed out that “such an instrument 
makes an apriori assumption about what is good for all individuals and accepting 
such instruments without validating the imderiying assiunption is a questionable 
practice” (p228). With regard to the National Development Group Checklist of 
Standards (NDG, 1980) Raynes (1988) noted that “no piloting of the standards 
had been undertaken, nor have they been validated. However it is almost all that 
has been developed in the United Kingdom in the way of a set of standards based 
on experience and views of ‘experts’ against which we can monitor the quality of 
care being provided to people with a learning disability” (p26). Recent work on 
defining a model for quality of life and its measirr ernent (Felce and Perry, 1997) 
also points to the need to establish its social validity.
There is general consensus that the opinion of the consumers of prograimnes 
who are most likely to be the recipients of the programme should be sought. 
Consumers can also include indirect consumers such as par-ents of a person with 
a learning disability; members of the immediate community who interact with 
the direct and indirect consumers on a regular basis (e.g. neighbors of a group
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home) or members of the extended commimity, which would include some 
people who probably do not know or interact with the direct and indirect 
consumers but who live in the same community (cf Schwartz and Baer, 1991).
The present study was concerned with establishing the social validity of 
standards set by the National Development Group in 1980 and to develop, from 
this, appropriate measures for assessing aspects of quality of life for people with 
learning disabilities.
In 1980 the National Development Group produced the checklist of standar ds 
which incorporated measur es of the physical environment, opporlmiities for 
individual development and the provision of appropriate services. The 
standards were set by ‘interested’ experts based on what informal opinion 
believed to be the basic principles which services in their quality should reflect. 
A nmnber of checklists and monitoring instruments were drawn on in the 
development of these standards (e.g. King, Raynes and Tizard, 1971; Raynes, 
Pratt and Roses, 1979).
In all there are 244 standards in the checklist covering four principles relating to: 
interdisciplinary assessment of individual needs and training to meet 
those needs
the provision of services to enable people with learning disabilities to 
stay at home
the provision of services which promote the development and 
independence of people with learning disabilities 
joint planning and policy making
The autliors stated that the completion of the checldist would provide a range of 
detailed information on the basis of which die quality of a local service could be 
evaluated and plans made as necessary to improve it.
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It was outwith the scope of this study to attempt to validate all of the standar ds 
relating to residential services. The standards relating to the promotion of 
development and independence were considered most appropriate in the context 
of deinstitutionalisation. In particular' standards relating to the following ar eas 
were selected:
® access to, and use of, facilities 
® relationsliips with staff, family and Mends 
© patterns of daily life 
© promoting client independence 
© planning clients’ training 
© aspects of the physical environment
These issues relate to some of the five major service accomplislunents 
identified
by O’Brien and Tyne, (1981) with emphasis on physical presence in 
community
settings; providing opportimities to enable clients to malce choices and 
enhancing
respect afforded to service users.
The specific aims of the present study were therefore -
(i) to assess the relative importance of a number of the National 
Development Group’s recormnended standards for service provision 
against the views of the “extended wider community” (cf Schwartz and 
Baer, 1991) which would include people who possibly did not Icnow or 
interact with people with a learning disability;
(ii) to assess the relative importance of the same standards as rated by direct 
consumers i.e. people with a learning disability; and following on from 
(i) and (ii).
(iii) to develop an appropriate measure reflecting some aspects of quality of 
life for people with learning disabilities.
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I Establishing Social Validity - Commimity Sample
In assessing social validity Schwartz and Baer, (1991) identify tliree questions:
What to ask yom* audience?
Wlio constitutes your audience?
How to assess your ‘audience’ reliability?
In relation to the first question the main issue of interest in the present study was 
to identify the importance and relevance of the specific standards or goals to 
desired lifestyle.
A questionnaire was developed consisting of 96 items covering Hie areas 
identified above from a selection of the NDG standards and is presented in fiill m 
Appendix 1. Questions were plnased in a way that would assess their relative 
importance to the respondent and examples are shown in Table 1. As a number 
of the standaids related specifically to learning disability services some of the 
questions asked for views on their relative importance for people with learning 
disabilities. The questiomiaire was therefore divided into two sections.
Section 1 consisted of 74 questions concerned with the importance of a number 
of aspects of daily life and featur es of the physical environment to the 
respondent.
Section 2 consisted of 22 questions asking for the opinion of the respondent on a 
number of aspects of services for people with a learning disability such as 
contact with staff and patterns of daily life.
Items were rated on a 5 point Likert Scale from not important to extremely 
important. This allowed the relevance of items in the questionnaire to be 
assessed. The majority of social validation research reviewed by Storey and
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Homer (1991) used either a 5 or 7 point Likert type scale which allow for a wide 
var iation of consumer responses.
Table 1
Social Validity Study - Community Sample 
Example of questions based on the National Development Group Checklist o f Standards
N ation al D evelopm ent G roup Standards Social V alidity Q uestionnaire C om m unity G roup
Facilities
(60)
Relationships
(136)
(135)
Patterns o f  Daily  
Life
Promoting
Independence
(116)
Physical
Environment
(48)
Planning Client 
Training
(95)
The need for a residential/day facility to be Section 1 
close to community facilities.
For a facility to have 12 adults or less in a 
group
Are fam ilies and friends allowed and 
encouraged to visit the unit at any convenient 
time to see a client?
To what extent is the client allowed and 
encouraged to make regular visits hom e or 
visit friends or relations?
To what extent is the client given flexibility in 
choosing when to get up and when to go to 
bed?
Is each client given the opportunity to choose 
clothes from a range?
Wear the clothes he/she wants?
W hen choosing furnishings, decoration etc. to 
what extent is the client consulted?
To help the clients’ training, does the unit Section 2 
select goals for each client to achieve?
How important is it;
❖ that local shops/public tiansport are 
within easy access?
4  to live permanently w ith less than 12 
others
❖ for visitors to be able to call at any 
time?
❖ to regularly visit fam ilies and friends?
<> to choose when to put your light out at 
night?
0  to be able to stay up later tlian 10.00  
pm?
❖ to be able to choose which clothes to 
wear?
❖ to be consulted about your own home 
decor?
^ for the decor to be varied from room to 
room?
for a mentally handicapped person to have a 
written individual programme plan?
Procedure
Prior to circulating the questionnaire widely a pilot study was conducted. This 
was administered to 20 individuals not involved m the study who were asked to 
note any unclear” or ambiguous questions. Such items were reworded and 
clarified in the final version of the questionnaire. The results of the pilot study 
were not used in the final analysis.
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Over a month individuals were approached in the street, bus station and a local 
health centre and asked to complete the questionnaire. Questionnaires were also 
distributed to the local University and circulated to staff and acquaintances. It is 
recognised that the group therefore included a range of ‘consumers’ with varying 
degrees of loiowledge and experience of people with a learning disability. The 
natur e of the project was briefly explained to them and the researcher was on 
hand to discuss any specific queries. Individuals were assm ed of the 
confidentiality of their replies. In all cases individuals completed the survey 
voluntarily, receiving no compensation for their participation.
Subjects
Participants in the study were 200 members of the general public. The 
following groups were targeted in order to obtain as random a group as possible: 
® individuals waiting at a bus station 
® shoppers at a large shopping centre 
® attendees at a local health centre 
© university students 
® nursing and medical staff
® Mends, relatives and neighbour s of the author and her colleagues
While over 300 questionnaires were cnculated, a total of 200 mdividuals fiom 
Edinburgh and Fife completed the questiomiaire. Information pei'tainhig to 
subjects’ characteristics such as age, gender and degree of contact with people 
with a learning disability are shown hr Table 2.
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Table 2
Social Validity Study Community Sample (N=200)
Age, Gender and Degree of Contact with People with a Learning Disability
N um ber %
G ender M ale 96 48
Female 104 52
18-20 22 11A ge R ange 21-30 84 42
31-40 49 24
41-50 28 14
Over 50 17 9
Mean 32
Median 27
C ontact w ith Virtually none 106 53
people w ith a A  little 59 29
learning disability A  lot 35 18
Participants’ ages ranged from 18 to 66 with a mean age of 32 years (median 
27). Over half the sample had no contact with people with learning disabilities. 
The sample was considered to include appropriate representation fi'om the 
immediate and extended community as described by Schwartz and Baer (1991).
Results
Reliability
Wliile it was not possible to obtain data on a test-retest reliability from a cross 
section of the sample, because they were unknown to the author, 22 different 
individuals (just over 10%) agreed to complete tlie questionnaire on two 
occasions a week apart. Questionnaires were coded to allow the ‘reliability’ 
sample to be identified.
Test-retest reliability was calculated as a percentage index: (cf Baer, 1977) 
percentage agreement = no. of agreements x 100
no. of agreements + disagreements 
The absolute percentage agreement levels and agreement witliin one scaled point 
for each question is shown in Appendix 2. Wliile only 6 of the 96 questions 
have absolute agreement levels of 80% or above, all but one question ‘How
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important is it that birthdays are celebrated’? have agreement levels of 80% and 
above when agreement within one scaled point is talcen into accoimt. The level 
was considered acceptable for the pmpose of the present study.
Details relating to the individual rating of importance and median scores for each 
question aie contained in Appendix 3.
The scores attributed to each item were simimed. The number and percentage of 
responses in each category are shown in Table 3 below. The data are skewed 
with most of the responses (73%) falling into the ‘very’ or ‘extremely 
important’ rating.
Table 3
Social Validity Study - Community Sample 
Overall Number and Percentage of Responses in Each Category
N ot Important
s iig ir ty
Important
Moderatelv
Important
Very
Important
Extremelv
Important
1 2 3 4 5
Number 894 1009 3147 5260 8890
% 4.6 5.2 16 27 46
95 of the 96 questions were rated by over 50% of the respondents as being at 
least moderately important while 84 of the 96 questions were rated as being at 
least moderately important by over 80% of the respondents.
Table 4 below gives a breakdown of the number and percentage of questions 
agreed upon as being moderately, very or extremely important by over 50% to 
over 90% of the local community sample.
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Table 4
Social Validity Study - Community Sample 
Number and Percentage of Questions Agreed as being Moderately to Extremely Important
Over 50% Over 60% Over 70% Over 80% Over 90%
N o % N o % N o % N o % N o %
A t least moderately 95 99 94 98 91 95 84 88 56 58
Very to extremely 83 86 70 73 61 41 41 43 25 26
Only one question was considered unimportant by the majority of respondents 
which was the question relating to having your own toys.
Wliile it would have been desirable to weight each question and develop a 
scoring system whereby items were scored according to their relative 
importance, tliis was outwith the limitations of the study. It is expected that 
some items would be considered of greater importance than others and this is 
discussed fmfher below.
II Establishing Social Validity - Leaiiiing Disability Group
Having identified the relative importance of items to the extended community, a 
sepai ate study (McKenzie, 1990) was conducted to assess the views of people 
with learning disabilities. This allowed for an assessment of ‘direct consumers’ 
views as defined by Schwartz and Baer (1991).
Subjects
A  total of 56 people with learning disabilities living m a range of settings were 
included in the study.
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Four sepaiate groups were identified:
1 Residents of a local hospital for people with learning disabilities (N=l 7)
2 Previous residents of the hospital now living in the community (N=14)
3 Lifelong commimity residents (N=l 1)
4 Residents of the State Hospital (N=14)
Data were collected fiom all four groups regaiding gender, age, length of 
hospitalisation and degree of leaining disability. Table 5 identifies characteristics 
of subjects by place of residence.
Table 5
Social Validity Study - Learning Disability Sample 
Characteristics of Subjects by Place of Residence
Local
Hospital
N =17
Previous
Resident
N=14
Community
Residents
N = l l
State
Hospital
N =14
A ge (years) 42.9 43.1 35.0 32.9
Mean and SD (12.0) (11.5) (8.8) (10.3)
L ength o f
H ospitalisation 20.2 21.2 0 10.8
(years) Mean and SD (8.9) (10.8) (8.6)
G ender Male 12 9 6 10
Female 5 5 5 4
D iagnosis N % N % N % N %
Mild 12 71 11 79 8 73 11 79
Moderate 5 29 3 21 3 27 3 21
The subjects represented a sample of adults with learning disabilities from a 
variety of residential settings. The mean ages ranged from 33 years to 43 years 
with length of hospitalisation being shortest for the group from the state hospital.
As there was a requirement for subjects to be able to participate ‘verbally’ in the 
study, people with profound learning disabilities or serious communication 
difficulties were excluded. Most subjects were considered to be flmctioniiig 
within the mild category of leaiiiing disability as assessed by clinical opinion 
(ICD 10, WHO, 1992). Consent was sought from each participant with the 
involvement of a member of staff if appropriate.
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Procedure
A  modified form of the questionnaire caiiied out with the commimity group was 
used, the main difference being in the wording and a slight reduction in the 
number of questions fiom 94 to 87. This was as a result of combining some 
similar questions. This formed the basis of a semi structured interview, covering 
the importance of the various items to the subjects (a copy of the questiomiaire is 
contained in Appendix 4).
Care was taken to develop a method of interviewing that would minimise the 
likelihood of obtaining inaccurate information and guidelines suggested by 
Flynn (1989) were followed.
Subjects’ imderstanding of the concept of ‘importance’ was assessed by asking 
them to give a few examples of things that they cared a lot about and those were 
then redefined as being important to them. Individuals were then asked if each 
particular questiomiaire item was important in a variety of ways e.g. ‘would it 
matter if X ? Is it important to do/ have X ? Would you mind if X didn’t 
happen? etc. An exploration was then made of the individual’s response. If an 
individual indicated that an item was hnportant or unimportant he/she would be 
asked to explain why. While each area in question was explored with subjects 
given as much time as was required for claiification and obtaining cleai* and 
audible responses, response recording was kept to a minimum by reducing 
answers to a ‘yes’, ‘no’ format.
The interviews took, on average, 40 minutes and all but 5 subjects were able to 
justify their opinions. The data for those 5 subjects were discarded.
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Results
Reliability
Inter-rater agreement was assessed by testing 15 subjects (approximately 30%) 
within a two day period. Inter-rater agreement for the vast majority of questions 
(80/87) was 80% or above which is tlie level commonly accepted by reseaichers 
as indicative of a satisfactory level of inter-rater reliability (Harrop, Faulkes and 
Daniels 1989). Test-retest reliability was conducted on fifteen subjects one 
week apart and yielded a high level of agreement with 81/86 questions having 
levels of agreement of 80% or more.
Appendix 5 contains the detailed ratings.
The ratings of importance of the questionnaire items by the people with learning 
disabilities were consistent with those of the community group. The individual 
scores for each question can be seen in Appendix 6. Table 6 shows the number 
of questions agreed upon as being important by 50% to 90% of subjects. All but 
one question (to have toys) was rated by over 50% of the respondents as being 
important. Of the remaining 86 questions, 84/86 were rated by over 78% of the 
subjects as being important while 13 of the questions have 100% agreement on 
their miportance.
Table 6
Percentage Agreement Between Subjects
% over 50 over 60 over 70 over 80 over 90
Total N o. o f
Questions 86 85 84 81 60
No significant differences were found for subjects on the basis of age and 
gender.
A chi square test was used to examine for significant differences in responses 
ft'om subjects in each of the four residency groups. Seven questions were found 
which had significant differences in responses between the foin groups.
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Overall, however, the results from the commimity group and leaiiiing disability i
group supported the inclusion of the items developed from the NDG checklist of '
standaids as valid measui es of service evaluation on quality of life for people 
with leaining disabilities.
The social validity of the items was obtained and these results informed the 
development of two measines, one to assess the living environment and 
management practices and the second to assess individuals’ lifestyles. All items 
rated as moderately or very important by local community group were retained.
The questionnaires are contained in Appendices 21 and 22.
Discussion
The present study set out to assess tlie social validity of a set of standaids 
developed by the National Development Group against the opinions of die wider 
commimity and of people with learning disabilities. All of the items, except one, 
were considered at least moderately important by the commimity group and 
similai'ly considered important by the leaiming disability group.
The results fr om this study informed the development of two measures relating 
to aspects of quality of life for people with learning disabilities to be used in the 
evaluation of different service models described in Study 2 later in this thesis.
The measiues related to the assessment of the living units and of individual 
lifestyles. They are considered to have social validity to the extent that their 
content is based on items considered important by the local community and 
people with leaiiiing disabilities. This is in accordance with the principle of 
normalisation wliich affirms that valued and familiar methods should be used to 
provide each person with life conditions and opportimities which are as socially 
valued as those of the average citizen (Wolfensberger, 1972).
A number of methodological limitations to the present study are considered.
Firstly, selecting a truly random sample of the general population was difficult. 
Interpretations based on relatively small samples need to be viewed with some 
caution.
Secondly, while almost all items were rated as at least moderately important by 
the community gi'oup and as important by people with learning disabilities in a 
range of settings, there is a need to consider specific values and weightings for 
each item.
Thirdly, it is appai'ent that some items are considered more important to 
individuals with learning disabilities dependent on where Üiey live. It is 
obvious that people living in the state hospital have different expectations and 
goals in the context of the specific cultur e. Modification of a measur e may need 
to be imdertalcen to be sensitive to these differences.
Finally, a practical difficulty with this form of evaluation is that community 
‘norms’ are essentially local in nature and hence may not ‘travel’ well or 
generalise to other areas. It would probably be necessary for evaluators to 
develop community norms in their own geographical aiea (cf Stanley and Roy, 
1988).
Despite these methodological limitations, the present study was an attempt to 
take seriously the need to ‘check out’ the goals of service models with the users 
of that service and the community in which they live and to tap into the complex 
area of personal values. The findings from the present study contribute to the 
debate on objective quality of life research and go some way to removing the 
effect of subjective bias on the part of the researcher regarding a definition of 
quality of life.
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Schwaitz and Baer (1991) identify a case for making social validity assessment 
routine in programme evaluation as measurement reliability assessment is in 
cuirent research practices. They also argue for the expanded consumer 
participation approach by including a broader spectrum of consumers in social 
validity assessment. The issue of differentially weighting feedback from various 
groups of consumers is relevant in order that information fr om consumers 
directly related to programme viability is given the most weight.
The present study has made a contribution to this aiea.
Finther work will allow new service models to be evaluated against the 
community’s own values and those of people with learning disabilities in a 
meaningful way.
CHAPTER 6 
THE STUDY METHODOLOGY - STUDY 2
An evaluation of changes in some aspects of quality of life brought 
about by the relocation of people with a learning disability from 
hospital to community residential establishments.
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The Experimental Hypothesis and Research Design
The overall experimental hypothesis of the study was that there would be 
improvements experienced on a number of important quality of life outcomes for 
people with learning disabilities who left hospital to live in the community relative 
to any (or no) changes experienced by people who remained in hospital.
The study was designed to examine the effects of relocation on a number of 
variables deemed to be indicators of quality of life for a sample of people moving 
from hospital to live in the community (i.e. “movers”) and for a sample of people 
remaining in the hospital (i.e. “stayers). Outcome measui*es selected and described 
in detail later in this chapter, covered adaptive and maladaptive behaviour, 
community living skills, social skills, living environment, lifestyles and 
psychological well-being.
For both groups, repeated measurement over time of the specific variables provided 
a longitudinal focus to the hypothesis under study - utilising a repeated measuies 
design across participants and a matched control group design.
Three specific hypotheses were under investigation for people moving fiom a 
hospital to a commimity setting:
© there would be an increase in their competence and personal growth;
© there would be a positive impact on their psychological well-being;
© there would be an increase in the quality of care provided.
For people remaining in hospital over the duration of the study there would be no 
change m the above.
The independent variable imder investigation “in hospital” condition and “in 
community” condition allowed for an effective reseai'ch study to take place witliin 
the natural environment setting.
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As there is a dearth of longitudinal studies examining the impact of relocation on 
people with a learning disability who leave hospital and particularly on the impact 
on those who remam (c.f. Emerson and Hatton, 1994; Hatton and Emerson, 1996), 
the present study aimed to follow paiticipants up over a 3 yeai* period. The first 
assessment was refened to as the baseline assessment (Tl) with subsequent 
assessments for each pai'ticipant taking place at six montlily intervals - 6 months 
(T2), 12 months (T3), 18 months (T4), 24 months (T5) and 30 months (T6).
Backgroimd
Wliile most people with learning disabilities already live in the community with 
parents, the focus of the present study was on those people still living in hospital.
The study was canied out within the context of an agreement with Fife Health Board 
and Fife Regional Coimcil Social Work Depaitment, in 1987, to move a group of 
residents fr om Lynebanlc Hospital in Fife to a range of commimity residential 
settings. Lynebanlc Hospital is a pmpose built building opened in 1969 with a bed 
complement, at the time of the study, of 320. Lynebank was one of the last new 
hospitals for people with a learning disability to be built in Scotland and was, at the 
time, considered a positive step forwai'd in the provision of services. However, the 
plans and opening of the hospital predated, by only a few years, the guidance issued 
in the Wliite Paper “Better Services for the Mentally Handicapped (DHSS, 1971), 
whose main objectives were to bring about a reduction of about one half in the 
number of hospital beds for people with a learning disability and to expand local 
authority places in commimity settings.
Between 1969 and the early 80’s admission to longstay caie at Lynebank Hospital 
was often the residential placement of choice by medical and other professional 
staff. Prior to 1987 there was little alternative residential provision in Fife for 
people with a learning disability, with 92% of people in staffed residential care heing 
m hospital (Balcer and Urquhart, 1987). The plan in 1987 to move a number of 
residents fr om Lynebank Hospital to commimity establisliments was financed by
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Fife Health Boai*d tlii'ough closure of a small hospital for people with learning 
disabilities in 1987 and with money released from ward closuies. A group of 
approximately 100 residents (the number being somewhat flexible) were to move 
over a thiee year period to the care of the Social Work Depaitment. The philosophy 
imderpinning the dischai'ge programme was to allow people with a leaining 
disability to live in local community settings near family and friends. The prevailing 
view was to locate people in ‘small homes’ witli no more than 4 people where at all 
possible. The discharge programme was aimed at adults aged 18 years and over as 
separate plans were being developed for the very small nimiber of children still 
resident in hospital. No specific criteria were laid down regarding dischai'ge 
although the programme aimed to provide community placements for people with 
severe and profound levels of disability as well as tliose who were ‘more’ able. No 
formal assessments were cairied out with a view to identifying suitability for 
dischai'ge or potential for improvement. At the time of the study those excluded 
fr om consideration for dischai'ge were deemed to have medical and nursing needs 
requiring a hospital setting (approximately 40 of the 300 residents, c.f. Whoriskey, 
1987).
A multidisciplinary team within the hospital (medical, clinical psychology, nuising, 
physiotherapy, speech therapy and social work staff) identified those residents to be 
dischai'ged first. The reseaich team had no direct involvement in the process of 
selection.
The Fife discharge programme reflected the national trend for the 80’s and 90’s and 
the impact of 1990 NHS and Community Caie Act to reduce the number of people 
with leaining disabilities living in hospital settings witli the ultimate aim of frill 
hospital closure. Wliile a number of hospitals south of the border had already been 
closed with many more plamiing to close the pace of ‘dischai'ge’ and closure in 
Scotland has been somewhat slower. In England and Wales the hospital population 
had decreased from 60,866 in 1967 to 38, 651 in 1984, a decrease of 36%. In 
Scotland the change has been somewhat slower, with a decrease of 15% fr om 6,989
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in 1967 to 5,963 in 1984 (OHE, 1986). The Fife discharge plan was the first major 
project of this type in Scotland.
The present study ai'ose fiom the opportunity provided by the dischai'ge programme 
and received support from both Fife Health Board and Fife Regional Council. An 
application for funding to the Scottish Office Home and Health Depaitment was 
successfiil and allowed for the appointment of 2 reseaich assistants for a 4 yeai' 
period with additional funding by Fife Health Board for a finther 2 yeais. Approval 
for the study was given by the Fife Health Boaid Etliical Committee.
Inevitably with a study like this a number of delays with discharge airangements, 
and the identification of suitable accommodation in the community, led to the study 
talcing longer than was originally anticipated. A delay was experienced in 1988 
when no dischaiges took place, due to complex financial negotiations between Fife 
Health Boaid and the Social Work Department. However, the opportimity afforded 
by this strengthened the longitudinal component of the research with data collection 
continuing over a 5 yeai" period.
Participants
Identification o f Subjects and Controls
Par ticipants in the study were 100 people with a learning disability resident in 
Lynebank Hospital at the beginning of the project. The first 50 people identified for 
dischai'ge fiom the hospital from our stai'ting date were the ‘subjects’ with a further 
50 people, who were not leavmg the hospital at that time, selected as ‘controls’. The 
process of matching ‘subjects’ with ‘controls’ was time consuming. However an 
assessment of skill level, level of disability, medical condition and behaviour' had 
been carried out on all hospital residents in 1987 (Whoriskey, 1987) and updated 
two year s later (Whoriskey, 1989). This allowed for the identification of specific 
individual profiles and enabled a number of var iables to be matched to assist in the 
identification of people remaining in hospital as possible ‘controls’.
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While earlier research on deinstitutionalisation found little evidence of a consistent 
relationship between individual characteristics such as age, length of hospitalisation, 
level of disability and successful outcome (cf. McCarver and Craig, 1974), there has 
been a recent call for research to begm to identify mdividual factors which may 
account for individual variation in people’s responses to the move from hospital to 
community (Emerson and Hatton, 1994). To take account of the above and to allow 
appropriate compaiison to other similai* reseaich studies (e.g. Beswick, 1992;
Davies, 1988; de Kock et al, 1988; Felce et al, 1987) subjects and contiols were 
matched on the following variables:- 
® Gender
® Age (withm 5 years)
® Length of hospitalisation (less than 5 years; 5-10 years; 10-20 years; over 20 
yeai's)
# Adaptive behaviour [using overall scores hom the Adaptive Behaviour Scale 
(Nihaia, Foster, Shellhaas and Leland, 1974)]
@ Diagnosis (ICD 10 classification)
Every effort was made to identify a ‘best’ match between subjects and controls. 
However, not all subjects and controls could be matched on all criteria so, for 
example, some subjects classified as ‘mildly retailed’ (medical diagnosis) have 
contiols classed as ‘borderline’. It was found during the coiuse of the project that 
some people who were initially controls would be chosen for dischaige and hence 
become subjects necessitating the introduction of a new control person to ensuie that 
the nimibers in the control and subject group stayed as near equal as possible.
Tables 7, 8 and 9 present the characteristics of the 100 paificipants. As well as 
information on gender, age, length of hospital cai'e and diagnosis, scores for Pai't 1 of 
the Adaptive Behavioiu Scale aie given.
At the first assessment participants ages ranged from 20 to over 60 (mean 39.8 years, 
median 38 yeai's for subjects and mean 41.5 yeais, median 37 years for controls).
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The majority were between 31 and 50 years (58% subjects, 64% controls). The age 
distribution for participants included in the study reflected the general age 
distribution within the hospital at the time (Wlioriskey, 1987).
There were 28 males and 22 females in each of the subject and control gi'oups.
As no reliable IQ measures were available level of disability was based on medical 
diagnosis, (ICD 10 classification, WHO 1992) covering the range mild to profound 
retardation. 66% of subjects and 64% of controls were described as moderately or 
severely retarded which compaied to the total hospital population profile with just 
under 60% within the same categories (Wlioriskey, 1987). It is of relevance to note 
that Lynebank Hospital had a higher proportion than average of residents with Tow 
ability’ when compaied to other Scottish Hospitals (Baker and Urquhart, 1987).
Most of the participants had been in institutional care for considerable lengths of 
time. For subjects the mean length of hospital stay was 21.7 years and 20.5 years for 
controls.
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Table 7
Subject/Control Characteristics - Age, 
Length of Hospitalisation, Level of Disability
SU B JE CT S
N = 5 0
C O N T R O LS
N =50
A ge (Years) No. % No. %
20-30 11 22 7 14
31-40 19 38 23 46
41-50 10 20 9 18
51-60 6 12 5 10
60+ 4 8 6 12
m can and SD 39.8 (12.59) 41.6 (12.60)
m edian 38 37
Y ears in H ospital
Under 5 2 4 0 0
5-10 2 4 6 12
11-15 4 8 9 18
16-20 20 40 14 28
21-25 8 16 7 14
Over 25 14 28 14 28
m ean and SD 21.3 (8.4) 20.5 (8.3)
m edian 20 20
D iagnosis
Borderline 0 0 3 6
Mild 11 22 14 28
Moderate 26 52 21 42
Severe 7 14 11 22
Profound 3 6 1 2
Unspecified 3 6 0 0
Adaptive behaviour was assessed by the Adaptive Behaviour Scale (Nihira et al, 
1974). Both subject and control groups showed a wide range in adaptive behaviour 
functioning with a mean score (Part 1) for subjects of 178.8 (median 193) and for 
controls of 172.3 (median 190).
Table 8
Subject/Control Chai acteristics - Summary of Total Scores 
on the Adaptive Behaviour Scale (ABS) Part 1
T O T A L  A B S SC O R ES SU B JE CT S C O N T RO LS
RANG E 49-247 42-268
M EAN 178.8 (50.3) 172.3 (54.5)
M ED IA N 193 190
% <  140 18 22
% 141-220 66 66
% > 2 2 0 16 12
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The range of scores supports the view that the groups represented a broad range of 
abilities.
Detailed information on individual participants is contained in Appendices 7 and 8.
Table 9
Subject/Conti'ol Characteristics - Summary of Scores on the 
Adaptive Behaviour Scale ~ by Individual Domains
D O M A IN SU BJECTS C O N T R O LS
Independent Functioning mean 75.5 72.3
SD 21.0 20.9
Econom ic Activity mean 4.4 4.2
SD 3.2 3.1
Language Developm ent mean 21.4 22.5
SD 8.3 9.9
Socialisation mean 17.3 17.0
SD 4.8 6.0
Dom estic Activity mean 8.0 7.5
SD 4.6 4.7
Physical Development mean 21.0 21.02
SD 3.1 3.8
Numbers and Time mean 4.5 5.5
SD 3.7 3.8
Vocational A ctivity mean 8.3 7.4
SD 3.8 4.3
Responsibility mean 3.9 3.4
SD 2.0 2.2
S e lf  Direction mean 14.0 13.1
SD 5.4 5.5
On the basis of this information it is cleai* tliat the subject and control groups were 
well matched on the identified variables.
The application of the ICD 10 (WHO 1992) classification to identify level of 
retar dation was less consistent between groups. While 44% of subjects and controls 
were matched exactly on level of retardation, and a further 50% were matched 
within one level, a small number, 6%, yielded a discrepancy of 2 or more levels. For
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the purpose of the present study adaptive functioning is therefore considered a more 
robust measure with regard to assessment of ‘ability’.
Participant Consent
Once a subject and his/her control had been identified for inclusion in the study 
efforts were made to seek valid consent from each person. Given the level of 
disability and communication difficulties of some individuals, the issue of consent 
had to be tackled in more than one way. The importance of involving ‘users’ in a 
meaningful way in such evaluations cannot be underestimated and should not be 
given lip service only. Etlrical issues can arise particularly when a study such as this 
involves a control group. There is a danger that expectations for discharge are raised 
for individuals involved in the study and tliis and other issues required to be handled 
sensitively. Staff also feel vulnerable and can have mixed views about discharge 
programmes and their futme role (Wing, 1989). Given their close involvement with 
residents and possible influence, the author recognised the need to inform and 
involve staff appropriately and seek their support in the assessment of ‘participant 
consent’.
Wliere applicable an interview took place with tire identified ‘participant’ and the 
resear cher with a member of nm sing or social work staff present, usually the key 
worker. The interview took place in a setting the resident felt comfortable in - 
usually their war d. The piupose of the study was explained and participants were 
encouraged to ask questions about the study. For those identified for discharge, the 
interview was seen as one of the many discussions they were now involved with 
about their ‘new house’ in the coimmuiity. However, as noted earlier, for 
participants identified for the control group care had to be talcen not to raise 
expectations regarding imminent discharge.
For participants who were imable to give verbal consent themselves because of their 
level of disability and difficulty in commrmication a member of musing or social 
work staff who knew the resident well would give consent on their behalf. Medical
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opinion was also sought for all participants identified for the study as to the 
appropriateness and effect of their involvement in the study. A consent form was 
completed for each individual and is contained in Appendix 9.
At any time, if a participant indicated either verbally or non verbally (e.g. by 
walldng away from the researcher, upset at being involved, etc.) that he/she was not 
wishing to be involved in die study, then this was acknowledged as valid and their 
involvement in the study was discontinued.
Two people said they did not want to take part in the study from the outset. Another 
person opted out after the fii'st assessment and tliese data were not included. Finally, 
one par ticipant at Assessment 3 (12 months) indicated her wish not to be involved 
by her non verbal behaviour, in so far as she left the room when the researchers were 
present and became distressed when asked questions, and her involvement was 
discontinued at that stage.
Settings
Hospital
The hospital is a purpose built building accommodating approximately 300 longstay 
residents at the onset of the study. It is situated within its own gromrds on the 
outskirts of the nearby town. There is good access to local shops and facilities.
There were 16 war ds in total all of similar style and design except for one ward 
which had been built in 1986 for children and was intended to be more homely and 
domestic.
Participants identified for the study were resident in 11 different wards, each with 
between 18 and 24 residents. All war ds were single sex and of the traditional 
institutional design comprising of large day area, large dining area and dormitory 
style bedrooms with separate toilet and bathroom facilities. The washing and
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bathing facilities were communal. There were very few single bedrooms available 
and most residents shared their bedr ooms with 3 to 5 others.
Wliile all wai'ds were similai* they varied a little in the extent of their fimiishings and 
decor. War ds for residents with more severe disabilities tended to be more spartan 
witli few domestic style furnishings. Residents were not involved in choosing decor 
and flmiishings in the ward although a small number had ‘personal’ furniture in their 
bedroom ar ea. Some links have been established between quality of physical 
enviromnent and quality of life for residents although it is more likely to be only one 
of a number of variables involved.
Meals were provided from a central kitchen and while all wards had a small kitchen 
ar ea, residents did not generally have access to this. Domestic staff were employed 
to clean and do other household tasks which were not imder-talcen by nursing staff. 
Staffing levels varied across wards with a minimmn of 2 to a maxiimmi of 8 on at 
one time - the number of staff generally relating to dependency needs of residents. 
The ratio of trained to untrained was in tire region of 50/50 across the hospital.
Residents had little choice with regar ds to selection of meals and in some of the 
wards nursing staff selected meals for the residents on the previous day.
In its management and organisation the hospital terrded towards institutional rather 
than resident orientated management practices as described by King, Raynes and 
Tizar-d (1971).
Community Residences
The subjects in the present study moved to a range of residential facilities in the 
commmrity with the majority going to small group homes. Information on the type 
of residence and number of subjects is displayed in Table 10.
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Table 10 
Community Placement
COM MUNITY RESIDENCE SIZE OF UNIT NU M BER  OF SUBJECTS
Staffed Group Home (N = 3 -5 ) 40
Residential Unit (N =I6-20) 4
Elderly Accom modation (N=36) 2
Community Carer Piacement (N =3) 3
Own Flat (with staff support) (N = l) 1
TOTAL 50
Staff Group Homes
Eleven staff group homes accoimiiodating 40 subjects were included in the study, all 
managed by the Social Work Department. The houses varied in size accoimnodating 
a minimmn of 3 to a maxmium of 5 residents. The group homes were located in 
different areas in Fife and selected on the basis of a number of factors such as access 
to family and friends; suitability of accoimnodation and area and resident choice. 
Factors such as commmiity acceptance, while an issue, did not prevent property 
being sought in areas where objections might have been raised.
A number of the houses were located in large towns while others were in small 
villages in predominantly rmal settmgs. Access to facilities such as shops, buses, 
etc. varied across the areas.
The character of ordinary housing had been maintained in design and furnishings, 
with as few institutional facilities included as was possible to meet statutory 
requirements such as fire regulations. Each house had a separate living room, dining 
room and kitchen and each resident had their own bedroom.
101
Staffing numbers in the houses vaiied significantly from one to five at any one thne. 
The caie staff were responsible for all caie, domestic, cooking and day to day house 
maintenance activity. Residents were encouraged to take part in household 
activities.
Staff in charge of the household tended to have either a nm sing or Social Work 
background - although many of the staff had no formal training.
Residential Units
Fom* subjects moved to one of tlu'ee residential imits in the area. Two of the miits 
were pmpose built while tlie third was an older building adapted for residential use 
in the I960’s. The imits were located in local towns with good access to shops and 
other facilities. The accommodation ranged in size fr om 15 to 20 places and 
approximated the style of ordinaiy housing. In most cases residents had their own 
bedroom or sliaied with one other. There was 24 hour staffing consisting of care 
staff, domestic staff and outdoor staff (a gai'dener for one of the units). As with the 
staffed group homes the officer in charge of each unit had a nmsing or social work 
backgroimd with other staff having a range of qualifications and experience.
Elderly Accommodation
Two of the subjects moved to residential homes for the elderly referred to as Part 4 
accommodation in Scotland. The units vaiied in style, one a pmpose build modern 
imit and the other an older property modified and adapted over the yeais. The miits 
catered for approximately 32-36 residents at any one time.
While there were efforts to provide more homely enviromnents, in many cases 
residents did share bedrooms and had little access to private day areas. The staffing, 
on average, tended to be based aromid a ratio of one member of staff to 7 residents, 
although there were vaiiations to this at different times of the day.
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Community Carers
As in other pai'ts of the country schemes involving ‘sheltered lodging’ were 
considered for some people with a learning disability. Three of the subjects moved 
to this type of setting which involved living in a domestic house with ‘landlady’ 
support. Residents were encomaged to take part in domestic activities i.e. 
prepar ation of meals, etc.
Own Flat
One subject moved to a flat of his own with carer support:. Staff, attached to one of 
the group homes provided support on a daily basis.
No subjects returned to hospital during the course of the study.
Procedure
Subjects left the hospital at intervals over a tluee year period as placements in the 
community became available. Wliile, ideally, all subjects would have moved in time 
to allow follow up of 2 years or more, delays in acquiring suitable acconunodation 
and in ftmding led to a decreasing niunber of subjects at tire later stages of follow- 
up. However, for some a 30 month follow-up was possible.
At the first and second data collection point (T1 and T2) there were 50 subjects and 
50 controls. The first assessment (Tl), identified as Baseline, took place prior to 
subjects leaving the hospital with the next assessment (T2) taking place 6 months 
later. At 12 months (T3) the subject group had dropped by 1 and the control group 
by 2. Thereafter the control group declines more in relation to the subject group as 
some of the controls for the subjects had also moved during the period (as explained 
earlier). Table 11 provides details below.
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Table 11
Number of Subjects and Conti ols at Each Data Point
Assessm ent
Number
Time (in months) Subjects Controls
1 0
(Baseline)
50 50
2 6 50 50
3 12 49 48
4 18 39 34
5 24 36 31
6 30 28 21
The individual characteristics of subject and control groups at each assessment are 
displayed in Table 12 below.
Table 12
Subject/Conti-ol Characteristics - Mean Scores and 
Standard Deviations (in parentheses) for Age, Length of Hospitalisation and 
ABS (Part I) at Each Assessment
SUBJECTS CONTROLS
Assessm ent N os. Mean Mean Length o f Mean ABS Nos. M ean Mean Lengtli o f Mean ABS
Number Age Hospitalisation (a total) A ge Hospitalisation (Part 1)
T l 50 39.8 21.3 178.8 50 41.6 20.5 172.2
(12.6) (8.5) (50.3) (12.6) (8.3) (54.5)
T2 50 39.8 21.3 178.8 50 41.6 20.5 172.2
(12.6) (8.5) (50.3) (12.6) (8.3) (54.5)
T3 49 39.9 21.4 177.6 48 41.0 20.5 170.1
(12.7) (8.6) (50.0) (12.2) (8.5) (54.4)
T4 39 40.3 21.0 181.3 34 41.0 20.6 168.5
(13.0) (9.0) (46.8) (12.3) (8.5) (55.1)
T5 36 39.8 21.0 180.0 31 41.8 19.9 167.4
(12.8) (9.0) (46.2) (12.7) (8.7) (55.6)
T6 28 38.9 21.0 174.1 21 40 21.2 159.3
(12.0) (9.0) (50.1) (11.6) (8.2) (60.0)
Data are presented for each group as a whole, with the means calculated from the 
different numbers in each group at each data point.
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Given the differing nimibers of subjects and controls from 12 months onwards it was 
necessary to ensure that we were dealing with roughly similar groups with respect to 
the matched variables of age, level of disability, etc. Otherwise any changes found 
in groups over time could be explained by the fact that the ‘groups’ imder study 
differed at different data collection points (i.e. subject gioup at T6 was not 
representative of subject group at Tl).
The Friedman Two Way Analysis of Vaiiance by Ranks (Siegel, 1956) was 
calculated to test the null hypotheses that the subject group was drawn from the 
same population over Assessment 1 to 6 and similarly calculated for the control 
group.
Chi square and significance levels for vaiiables imder examination ai e presented in 
Table 13. This shows no significant differences within subject and control groups 
on the matched variables.
So, although the number of people from whom data were collected at Assessment 6 
(30 months) is fewer that the number at Assessment 3 (12 months), the subject group 
and control groups remain similar’ on char acteristics such as age, length of hospital 
stay and baseline adaptive behaviour’.
Table 13
Chi Square and Significance Levels for Subjects and Contiols for Age, 
Length of Hospital Stay and ABS (Part 1 Total)
SUBJECTS CONTROLS
AGE Chi-Square Significance Chi-Square Significance
1.3061 .93 (NS) .6395 .99 N S
LENGTH OF HOSPITAL 
STAY
.9031 .97 (NS) 1.7823 .88 N S
A B S (Part 1 Total) .7500 .98 (NS) 1.9252 .86 N S
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Outcome Measures
The selection of measures for the study was based on a number of factors, not least, 
the impact of resources available and constraints of an evaluation in natural 
enviromnent settings. However, the choice of measur es employed largely related to 
the key research questions posed by the study and an attempt to gain as wide a 
picture as possible of par ticipants’ lives and lifestyles over the period under 
investigation. Measures selected allowed for
® appropriate comparisons to other similar studies carried out in the UK and 
elsewhere;
© certain variables to be studied over a period of time and with a lar ge group to 
allow the identification of iimnediate effects of relocation and the effects of 
remaining in hospital. This area is of considerable importance given that the 
vast majority of resear ch imdertaken prior and subsequent to this study has 
addressed only short term effects of resettlement (c.f. Hatton and Emerson,
1996) and often with a small nimiber of participants (c.f. Emerson and Hatton, 
1994);
© inclusion of ar eas which have received scant attention in the literatme (e.g.
opinions of service users, psychological well-being);
© attention to both the objective and subjective dimensions of quality of life;
® attention to the concept of social validity (Schwartz and Baer, 1991) in the 
assessment of “quality of life”.
Copies of all the measures used are contained in Appendices 10-23.
In attempting to address the complex issue of quality of life and its measurernent- 
tlu'ee main areas were identified for the purpose of the present study.
© Competence and Personal Growth;
© Health and Well-being; and
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® Quality of Care (encompassing lifestyles, environmental issues and management 
practices).
A total of 14 measures were employed and are described fiilly below.
Table 14 provides summary information.
TABLE 14 
Measui’es Used in the Study
I Competence and Personal Growth
1. Adaptive Behaviour Scale
2 . Direct Observation of Community Living Skills
3. Confidence in Own Community Skills
4. Staff Rating of Social Skills
5. Staff Rating of Interpersonal Skills
6. Self Rating of Interpersonal Skills
II Health and Well-being
7. General Health Questionnaire
8. Zung Anxiety Scale
9. Zung Depression Scale
10. Eysenck Withers Personality Inventory
11. Morale and Life Satisfaction
III Quality of Care
12 . Assessment of Physical Environment
13. Assessment of Individual Lifestyles
14. Personal Presentation
Competence and Personal Growth
Increasing the competence, abilities and skills of people with learning disabilities 
provided one of the most important rationales during the eaiiy stages of the 
replacement of hospitals with smaller commmiity based forms of residential care 
(c.f. Emerson and Hatton, 1994). A pletliora of measmes are available which 
purport to examine these areas. For the pmpose of the present study, measures were 
selected which aimed to provide a range of information on a number of different 
aspects of behaviom and skill level from both staff and participants.
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Adaptive and Maladaptive Behaviour
This area has probably received most attention in the literatm-e (c.f. Hatton and 
Emerson, 1996) with measures of adaptive and maladaptive behaviom* being most 
often employed (Emerson, 1988). The research, however, remains equivocal about 
the short and long term effects of relocation on adaptive behaviour (e.g. Beswick, 
1992; Felce, 1989; Hemming et al, 1981; Laison and Lakin 1989; Shah and Holmes, 
1987) with maladaptive behaviom considered by some to be the most important 
cause of failme of coimnmiity placement (e.g. Intagliata and Miller, 1982; Fagel 
and Wliitney, 1978).
A measme of adaptive and maladaptive behaviour was considered relevant to 
enhance the body of information already available and allow for appropriate 
comparisons to be made with other studies.
The instrument of choice was the A.A.M.D. Adaptive Behaviour Scale (A.B.S.) 
(Nihara et al, 1974) because of its wide availability and acceptability. It is well 
standai'dised and validated. The assessment of an individual’s adaptive and 
maladaptive behaviom* is earned out by interviewing staff and completing a 
standardised checklist. The Adaptive Behaviom Scales consist of two sections - Pai t 
1 which is concerned with the assessment of adaptive behaviom* and Par t 2 which 
assesses maladaptive behaviom.
Part 1 is organised along developmental lines and is designed to evaluate an 
individual’s skills in ten behaviom domains considered important to the 
development of personal independence in daily living. The ten behaviom* domains 
are
® Independent Functioning 
© Physical Development 
« Language Development 
© Economic Activity 
© Nmnbers and Time
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® Domestic Activity 
@ Vocational Activity 
© Self Direction 
# Responsibility 
« Socialisation
An overall score for adaptive behaviour is reached by adding together the scores 
from the individual domains. Pait 2 of the scale is designed to provide measur es of 
maladaptive behaviom related to personality and behaviour disorders.
Community living Skills
A range of skills were assessed directly by observing participants in a number of 
everyday situations such as road crossing, use of public transport, shopping, etc. It 
was felt important to gather information about some aspects of everyday behaviour 
in the community by direct observation in order to provide a broader base of 
information to that obtained directly from staff perceptions of participants’ 
competence. It was also considered a more sensitive form of measurement to some 
rating scales and would allow small changes in a participant’s repertoire to be 
identified.
The protocol followed had been used by other researchers in Scotland (Lindsay, 
1986) to assess tire impact of a skills based training programme for individuals with 
learnmg disabilities. While participants in the present study were not offered 
systematic training in these areas - the effects of relocation on individuals’ sldlls 
levels was one of the areas under investigation.
The assessment involved direct observation of par'ticipants on each of 6 tasks. Each 
task was divided into 6 components and a score of 1 given for each cornponerrt 
which could be carried out imaided by the participant. The present study also 
incorporated a “novel” approach in an effort: to gain par ticipants’ perception of their 
own competence. No published study on the effects of relocation had previously
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encompassed this aspect (c.f. Emerson and Hatton, 1994) and it was considered very 
relevant to seek information from participants themselves in assessmg their 
competencies. This was canied out in a one to one inteiwiew between the researcher 
and the participant.
Social Skills
Studies have found that use of commmrity facilities and participatiorr in cormnmrity 
activities by people with a learning disability is often lirrrited (e.g. Parameter, 1988; 
Amado, 1988; Seager, 1990) despite the assunrptioir that commmrity based 
residential placements would natmally lead to increased par ticipation hr commmrity 
activities arrd hrcreased utilisation of corrrnrunity resomces. Studies have pointed to 
a difference in the level of social skills and behaviom* of people with a learirirrg 
disability which carr iirrpede social integratiorr (e.g. Domregair and Potts, 1988; 
Raploy and Fir*th, 1986; Sigelnran et al, 1981). It was therefore corrsidered relevant 
to include measures of social and irrterpersonal skills in the study and to assess these 
ar eas from both a ‘car*er’ and individual participant point of view.
Social skills were assessed usirrg tlrree scales devised specifically for this project but 
based orr hrstrmnents already being used within the services adapted from rating 
scales developed by Sperrce (1982) for* use with people with a learning disability. 
Two of the scales irrvolved direct care staff ratirrg of par*ticiparrts’ verbal arrd rrorr 
verbal behaviour such as their eye contact, quality of speech use, of gestm*es, etc. 
aird their mterpersoiral skills such as the extent to which they had frieirds, how they 
dealt with teasing and whether they smiled and laughed appropriately.
The third scale involved pai*ticipants’ ratirrg their own interpersonal skills using a 
simple yes/no forrrrat in a structmed interview with the resear cher. Although there is 
a degree of overlap in the tlrr ee scales, it was felt impoitairt to address the issue of 
‘social’ skills orr as broad a froirt as possible.
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Health and Well-being
Scant attention has been given to the health and well-being of people with learning 
disabilities in general, and in paiticular as it relates to changes for people brought 
about by moving from hospital to community settings and for those remaining in 
hospital. It was considered relevant to include some measmes that related to tins 
facet of quality of life. In reviewing the literature, there appeared to be little 
available that has been developed for use with people who have a learning disability. 
However, some work has been done using rating scales such as the General Health 
Questiomiaire and Zmig Anxiety and Depression Scales for the assessment of mental 
health and psychological well-being in Üiis group (Lindsay and Michie, 1988; Prout 
and Schaefer, 1985). A total of five measmes were used to assess this area of 
quality of life.
Four of the measmes selected and described below were felt to give an opportmiity 
to assess broad health indicators.
General Health Questionnaire GHQ 30 (Goldberg. 1978) This questionnaire was 
designed to be a self administered screening test aimed at detecting psychiatric 
disorders among respondents in community settings. The GHQ 30 consists of four 
sub-scales each covering somatic symptoms, anxiety, social dysfunction and 
depression. Each question asks whether the respondent has recently experienced a 
pai'ticular symptom or item of behaviom* on a scale roughly fr om “less than usual” to 
“much more than usual”. A score of 0 is recorded for questions answered as “less 
than usual” and “no more than usual”, while a score of 1 is recorded for responses of 
“rather more” or “much more” than usual.
The instrmnent has been shown to be reliable and valid with a range of populations 
(Bridges and Goldberg, 1986; Goldberg, 1978; Goldberg and Hillier, 1979).
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Zung Depression Scale (Zung and Dui'ham, 1965). This scale was designed to be a 
self administered test to assess the presence and severity of a depressive disorder.
The scale consists of 20 items, 10 of which ai e worded symptomatically positive, 
and 10 symptomatically negative. Respondents are asked to rate each of the 20 
items as to how it applied to them at the time of testing, in the following four 
quantitative terms:- a little of the time, some of the time, a good part of the time, or 
most of the time, scoring from 0 to 3 for each item. This scale has been shown to be 
a reliable and valid instrument for assessing depression (Gabrys and Peters, 1985; 
Jonghe and Beareke, 1989).
Zung_Amiety Scale (or Anxiety Status Inventory ASI) (Zimg, 1971). Tliis is similai* 
in design to the depression scale and designed to assess the presence and severity of 
an anxiety disorder. The scale consists of 20 items and respondents aie asked to rate 
each item as to how it applied to them at the time of testing in the same quantitative 
terms as the depression scale.
Eysenck Withers Personality Inventory (Eysenck. 1967). This measme was 
designed for use with people with a moderate to mild leaining disability to assess 
personality stability. There is some reported evidence that these personality factors 
aie relevant to coimnunity adjustment (Eysenck, 1965). The inventory is a 
development of the Eysenck Personality Inventory (1964) for adults and the Junior 
E.P.I. (Eysenck, 1965) for children. The inventory consists of 52 items - 20 
Extroversion (E); 20 Neuroticism (N) and 12 Lie (L) items. Items are scored using a 
yes/no format. Reliability is reported as adequate (Eysenck, 1967) for the tlnee 
scales.
Morale and Life Satisfaction . The fifth measme used related to the subjective 
evaluation of satisfaction of pai*ticipants. In particulai* it was considered crucial to 
gain subjective measmes of quality of life from pai*ticipants in addition to the more 
objective measmes available (e.g. Borthwick and Duffy, 1992; Felce and Perry, 
1996; Schalock et al, 1990). This was assessed using a questionnaire on morale and 
life satisfaction already being used in another UK wide project (PSSRU study -
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Cambridge and Knapp, 1988) and based on a questiomiaire designed by Seltzer and 
Seltzer (1983) to assess clients’ satisfaction with their living circumstances in the 
community. It comprised a combination of yes/no questions and open ended 
questions covering issues such as how happy a person felt about their living 
aiTangements, occupation, etc. As with the other measmes seeking paiticipant 
ophiion, this was canied out on a one to one basis with the participant.
All of these scales required respondents to comment on their feelings and 
experiences. Questions were put to participants in a structmed interview format with 
the researcher noting responses and rating the scales accordingly. Wliile the GHQ 
and Zmig scales aie designed to be self administered this was not feasible or 
appropriate for the group under study.
Quality of Care
While all measmes employed in the study aimed to assess ai'eas concerned with 
overall quality of life - specific attention was given to both quality of service and 
the quality of life of its recipient (c.f. Osborne, 1992).
Few studies have approached the assessment of quality of life of adults with a 
learning disability by going direct to the client group (c.f. Emerson and Hatton,
1994) although it is now recognised that with care it is practical to involve these 
individuals in reseaidi and service evaluation (eg Beswick, 1992; Flymi, 1989).
Quality o f Physical Environment and Lifestyles
Given the relevance of environmental factors and lifestyles within the normalisation 
philosophy, an assessment of the physical environment of residences, management 
practices and lifestyles of participants was undertalcen. This has been the subject of 
examination in a number of studies and various instruments and rating scales have 
been used (eg Felce et al, 1988; Raynes, 1987; Wolfenberger and Glenn, 1975).
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Two specific scales were devised for use in the present study based on the ‘Checklist 
of Standards’ which had been prepared by the National Development Group (1980) 
and the Index of Physical Environment described by Raynes, Pratt and Roses (1979). 
The development of these measures is described earlier in Chapter 5. The social 
validity of the measures have been examined against ‘a general population’ sample 
and a sample of people with a learning disability.
The assessment of physical enviromnent and management practices contains 44 
items dealing with issues pertaining to aspects of the physical environment such as 
access to local facilities, privacy, safety, material environment and staff 
management.
The assessment of Individual Lifestyle consists of 46 items dealing with issues 
pertaining to patters of daily life, access to services, personal possessions, visiting 
and contact by family and friends, independence and choice. Items were scored as 1 
or 0 dependent on tlie presence or absence of specified criteria.
The two measmes were administered to care staff in an interview format. Staff 
completing the questionnaire were required to have Imown the individual for at least 
6 months.
Personal Presentation Checklist
This checklist was developed by PSSRU specifically for the evaluation of the 
English Care in the Commmiity Demonstration Programme (Cambridge and Knapp, 
1988). It assesses the physical appearance of the respondent across a range of 
dimensions including clothing and postm'e (scored from 0 - 5), appearance and 
imusual traits (scored fr om 0 to 6). Higher scores indicate a less miusual 
appeaiance. Although the completion of the checklist involves implicit value 
judgements about what is and is not cultmally acceptable, the checklist in general, 
provides a usefril means for assessing deviations from so called ‘normal appearance’ 
which aie said to have implications for successful integration within communities.
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Reliability of Measures
With the exception of the ABS and the Eysenck-Withers Personality Inventory for 
which there aie published reliability data - reliability was calculated for all other 
measmes on a sample of at least 10%. Inter-rater and inter-respondent data were 
collected on the remaining interview measmes and mter-rater reliabilities were 
calculated for the direct observational methods used. These data are shown in Table 
15.
With regai'ds to the ABS, Speat (1982) reported adequate test-retest and inter-rater 
reliabilities for individual domains. Nihira et al (1975) reported mean reliability on 
the ABS for Part 1 (adaptive behaviom) of .86 and a mean reliability for Pait 2 - 
(maladaptive behaviom) of .57. Eysenck (1967) reports reliability for the tlu*ee 
scales of Eysenck Withers Personality Inventory for Extroversion = .70; 
Nemoticism .88 and Lie Score = .70.
The General Health Questiomiaire and Zung Scales have been used almost 
exclusively with non learning disabled people and reliability of these instrmnents 
has been refeiTed to earlier in this chapter. It was considered appropriate to calculate 
reliability for these measmes given the context in which they were being used.
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Table 15
Inter-rater and Inter-respondent Agreement on a 10% Sample of the Data 
Obtained from Measures Used
MEASURE MEAN PERCENTAGE AGREEMENT 
BETWEEN OBSERVERS/RATERS
Direct observation o f  Community Living Skills 94%
Staff rating o f  social skills + 80%
Staff rating o f  interpersonal skills + 77%
S e lf  rating o f  interpersonal skills * 100%
Confidence in own community skills * 89%
General Health Questionnaire * 80%
Zung A nxiety Scale * 38% absolute (69% within 1 point)
Zung Depression Scale * 18% absolute (50% within 1 point)
Morale and life  satisfaction * 89%
Personal presentation * 100%
Quality o f  Physical Environment + 81%
Quality o f  lifestyle + 85%
* shows inter-rater agreement + shows inter-respondent agreement
Reliability estimates were obtained on 10% of the data during the course of the 
study. A total of 490 either inter-rater or inter-respondent agreements were made 
over the research period. Inter-rater reliabilities aie concerned with the extent to 
which different raters (the research assistants in this study) recorded the same 
information, either from the same respondent at different points in time in the case 
of interview data, or of the same events at the same point in time in the case of 
observational recording of behaviour. Inter-respondent reliabilities aie measures of 
the agreement that different respondents (care staff) have about what they are asked 
to report. Inter-rater data were collected by having two research assistants rate an 
individuals’ behaviom* at the same time when direct skills were being observed - or 
two research assistants interviewing the same individual independently but within a 
week of each other. Inter-respondent data involved two members of nmsing staff in 
the hospital and two cai e staff in the commmiity completing the relevant 
questionnaire on a particulai* individual, independently. Efforts were made to ensme 
that this information was collected within the same week.
Percentage agreements were calculated by dividing the lower score by the liigher 
score and multiplying by 100.
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In a study of this nature where many measmes ai e employed and information is 
collected repeatedly at different points in time by different research assistants a 
reasonable level of reliability is aimed for. For most of the measmes 80% is 
commonly accepted by reseai’chers as indicating a satisfactory level of inter-rater 
reliability (Harrop et al, 1989).
However, for tlie Zmig Anxiety and Depression Scales absolute reliability was very 
low. When taken within 1 point - reliability increased but still fell below the 80% 
mark. All other measmes except self-rating of inteipersonal skills achieved 80% 
agreement or more. The reliability of measmes excluding the Zmig Scales is 
considered adequate.
Variability of Measures Employed
While the study aimed to assess all the pai ticipants on all of the measm es, because 
of the range in ability of the subjects and controls involved in the study, some 
measm es were not appropriate to a nmnber of the paiticipants. This was because 
some of the participants were too disabled to be assessed independently on, for 
example, road crossing skills, or lacked the verbal ability to answer questions 
appropriately. All participants at every assessment point (i.e. assessment 1-6) were 
involved in the following measmes 
© Adaptive Behaviom Scale 
© Staff rating of social skills 
© Staff rating of interpersonal skills 
© Personal presentation 
© Assessment of lifestyle 
© Assessment of physical enviromnent
However, not all participants were able to provide responses to questions on the 
following measmes 
® General Health Questiomiaire
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© Zung Anxiety and Depression Scales 
© Morale and Life Satisfaction 
© Self rating of interpersonal skills 
© Eysenck Withers Personality Inventory 
© Confidence in own community skills
or to participate in the direct observation of commmiity living skills
The number of paiticipants involved for each measure at assessments 1-6 is shown 
in Table 16.
Wliile, in general, the nmnber of subjects and controls assessed on these measmes 
decreased over time, with the overall decline in nmnbers, the number of subjects 
increased between assessment 1 and 2 on some of the measm es, notably the Zung 
Scales, GHQ, Eysenck Withers Personality Inventory, Morale and Life Satisfaction 
Direct Observation of Commimity Living Skills and Confidence in Own Community 
Skills. The reason for this arose as some subjects were discharged at the very 
begimiing of the study before all baseline measmes could be obtained. This was 
outwith the control of the research team.
The measmes used directly with participants vaiied a little regarding the level of 
responses required. As a result some participants were able to respond to some 
measmes and not to others - hence there was not an equal number of subjects and 
contiols for each measure. The Eysenck Withers Personality Test was one of the 
more difficult ones to complete and the number of participants responding to this 
measme decreased significantly at 24 and 30 months - hence no data were included 
for these assessments. The nmnbers also dropped for two other measmes - 
confidence in own commimity skills and the General Health Questionnaire at three 
months and these data were excluded from the analysis.
However, the relevance of including measures which directly seek participants 
opmions and feelings balances out the less than ideal numbers involved at each 
assessment. The study design allowed for group comparisons on different measmes
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over time aiid sufficient data were collected to allow for meaningful analysis on all 
of the measures.
TABLE 16
Number of Subjects (S) and Controls (C) Completing Bach Measure
T1-T6
Measure Baseline 6
months
12
months
18
months
24
months
30
months
S C S C S C S C S C S C
Adaptive Behaviour Scale 50 50 50 50 49 48 39 34 36 31 28 21
Direct Observation o f  
Community Living Skills
36 37 42 37 41 33 31 24 29 15 20 8
Confidence in own 
Community Skills
27 32 29 28 30 24 28 20 20 16
Staff Rating o f  Social Skills 50 50 50 50 49 48 39 34 36 31 28 21
Staff Rating o f  
Interpersonal Skills
50 50 50 50 49 48 39 34 36 31 28 21
S e lf Rating o f  Interpersonal 
Skills
31 33 31 32 30 29 23 21 22 15 16 13
Zung Anxiety Scale 28 32 31 32 32 27 22 19 18 13
Zung Depression Scale 30 32 30 32 32 28 21 19 17 13
Eysenck Withers 
Personality Inventoiy
19 22 25 22 24 22 18 14
General Health 
Questionnaire
30 34 32 33 31 29 22 19 17 13
Morale and Life 
Satisfaction
31 37 37 35 36 32 31 24 29 18 24 17
A ssessm ent o f  Living Units 50 50 50 50 49 48 39 34 36 31 28 21
Assessm ent o f  Individual 
Lifestyle
50 50 50 50 49 48 39 34 36 31 28 21
Personal Presentation 50 50 50 50 49 48 39 34 36 31 28 21
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Data Collection
Data were collected for each participant once an individual was identified for 
inclusion in the study (baseline). Thereafter data were collected at 6 months, 12 
months, 18 months, 24 months and 30 months following discharge for subjects and 
at similar* intervals for the control group. Data were collected for a small number of 
participants up to 42 months but the nmnbers reduced to the extent that any analysis 
would be limited and were therefore not included. It had been hoped that longer 
term follow up could take place (e.g. 5 years) but the Social Work Department did 
not support the concept of ongomg evaluation.
Staff in both hospital and community settings were kept informed of the progress of 
the study by regular* newsletters and meetings. This was considered important given 
the level of staff co-operation required.
The time involved for data collection increased as more subjects were discharged. 
Each assessment phase necessitated at least 2 and often 4 visits to a community 
residence to gain the appropriate information from staff and subjects, at times which 
were convenient to both. Data for each phase were collected within a 2 week period.
Seven measures required staff to provide the information and every effort was made 
to have the “keyworker” for an individual involved. In all cases information was 
obtained ft om staff who knew tlie person well. On visits to wards and community 
residences often more that one member of staff was available and the information 
was gained ftom discussion with all the relevant parties. The information gained 
directly from participants was collected using structured interviews and direct 
observation.
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The Best Laid Plans....
Every effort was made to follow the study procedure for all participants but with an 
evaluation of people in their natur al enviromnents some relatively minor problems 
arose.
In the first few weeks of the study, a small number of participants (N=6) had been 
discharged before all the baseline data for Phase 1 had been collected. It was 
possible to collect some information retr ospectively but for measures seeking direct 
views, opinions, etc., of participants (e.g. Zimg Anxiety and Depression Scales, 
Morale and Life Satisfaction, General Health Questiomiaires) baseline data were not 
obtained. However as group sizes were being compared and the overall number for 
each group did not change significantly from Phase 1 to Phase 2 on these measures, 
the problem was contained.
As noted earlier, while it was intended to follow up equal numbers of subjects and 
controls for each data phase, in some cases the identified control became a subject. 
If this occur red at a very early stage then another control was selected from the 
remaining hospital residents, on whom a lot of data was already available. For 
some this was not practical so control data collection ceased.
The numbers in both subject and control groups remained sufficient up until data 
Phase 6 to allow for meaningfiil comparisons and analysis. Although matching 
procedur es were adopted data are presented for each group as a whole, with the 
means calculated from the different numbers in each group at each point.
For some people moves were postponed for varying lengths of time so that 
assessments were carried out for Phase 1 (baseline) some months before the 
discharge. The longest delay was 8 months. However, the time between assessing 
a subject and his/her matched control was kept to a minimum, on average within 8 
weeks. There were also some delays in identifying people for discharge which led 
to reduced numbers fiorn Phase 4 onwar ds.
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Statistical Analysis 
Design and Rationale
Data were collected for each par ticipant on the measures described in Chapter 6 at 
six data collection points over a 30 month period and was collated for subjects and 
for controls to allow for appropriate within and between group analyses.
The research was organised to allow hypotheses to be tested using two main 
experimental designs - a longitudinal design using participants as their own controls 
and a compar ative research design. Some problems arose in the implementation of 
the experimental design regarding the ‘matching’ of subjects and controls, with the 
consequent differing numbers of subjects and controls from 12 months (T3) 
onwards. The main analysis therefore addresses the within group comparisons over 
time although comparisons are also made between subjects and controls. It has 
been shown tliat the groups did not differ significantly at the outset of the study on a 
number of important char acteristics (see Table 13 - Chapter 6).
Results are therefore considered m the following format:
® Within group analysis for subjects - longitudinal design examining the effects of 
relocation.
® Within group analysis for controls - longitudmal design examining the effects of 
remaining in hospital.
© Comparative matched subjects design examining any differences between the 
two groups.
The longitudinal design of the reseai'ch allowed data to be analysed in two ways.
Firstly, to identify any significant changes over T1 to T6 for subjects and controls, 
and secondly, the direction of any change and between what time periods. So rather 
than employing a simple A-B comparison - the analysis can talce into accoimt the 
variance fr'om one assessment to another. The advantage of this method is the
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ability to identify relevant changes from T1 to T2, T2 to T3, T1 to T3 etc. which can 
identify ‘early’ effects of changes for participants and changes over time.
Analysis
SPSS was the package of choice. As the data generated across a number of the 
measuies were ordinal in nature and as no clear assumptions could be made about 
the distribution curve - non par ametric techniques of hypotheses testing were 
chosen.
Within Groups
The statistical analysis employed for each measure was a Friedman Two Way 
Analysis of Variance by Ranks (Siegal, 1956) referred to as the Friedman in the text. 
With the differing number of subjects and controls at different assessments it was 
elected to exclude cases with missing values and to use as much of the data as 
possible.
Follow up to significant Friedman’s analysis was by the Wilcoxon Matched Ranks 
Test (Siegal 1956) comparing each assessment with each other to identify the 
individual significant differences revealed by the Friedman test.
Between Groups
The Mann-Whitney U test (Siegal, 1956) was chosen to examine any differences 
between subjects and controls and in this context tire groups were treated as 
independent samples. The analysis was carried out between each assessment phase 
(e.g. T1 for subjects compared with T1 for controls), T1 - T6 for each variable under 
investigation.
The Mami-Wliitney test is considered one of the most powerful non parametric tests 
and is a most useful alternative to the t test.
Significance Levels
Given the problem of Type 1 eiTors being made with multiple comparisons and the 
experimental hypotheses wrongly supported, the significance of results can be made
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more robust by accepting a more stringent level of significance (cf Meddes, 1991). 
For the present study a significance level of .01 is accepted although all significant 
results are presented and discussed further.
Data Presentation
The volume of data available makes it impractical to present raw scores in this 
thesis. Summary data with mean scores and standar d deviations (given as an 
indication of the data) ar e presented with graphical presentation of the data as 
appropriate.
Results for the Friedman are presented in the following way: chi-square value; 
degrees of freedom; and level of significance. Wilcoxon significance values ar e 
displayed where appropriate.
Results for the Mann-Wliitney are presented as Z scores and P values (2 tailed)
Significance levels are presented as exact (to two decimal points) when greater than 
.05. Otherwise levels are presented as <05; <01; <001 as appropriate.
Data from Measures Employed in the Analysis
Results are presented by each of the tlrr ee main groupings of dependent variables 
presented in Chapter 6.
Measure Data Generated
Competence and Personal Growth
1. Adaptive Behaviour Scale (i) Total score for adaptive
behaviour
(ii) Total score for individual 
domains
(iii) Total score for maladaptive 
behaviour
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Assessment of Community Living 
Skills
Total score for each of six 
conditions (analysed separately 
for each condition).
Confidence in Own Community Skills Combined total score for seven
areas
4. Staff Rating of Social Skills
5. Staff Rating of Interpersonal Skills
6. Self Rating of Interpersonal Skills 
Health & Well-heing
7. General Health Questiomiaire
8. Zimg Anxiety Scale
9. Zung Depression Scale
10. Eysenck-Withers Personality Test
11. Morale and Life Satisfaction
Total score 
Total score 
Total score
Total score 
Total score 
Total score
Total for Extroversion, 
Neui'oticism and Lie Scores
Total score
Quality of Care
12. Assessment of Living Units Total score
13. Assessment of Individual Lifestyles Total score
14. Personal Appearance Total score
The results are presented in tln*ee parts:-
I Effects of relocation
II Effects of remaining in hospital
III Comparison between movers (subjects) and stayers (controls).
The presentation and analysis of the data is followed by a discussion of the 
implications and findings.
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CHAPTER 8
AN EVALUATION OF CHANGES TN SOME ASPECTS 
OF OUALTTY OF T JFE BROUGHT ABOUT BY 
THE RET.OCATTON OF PEOPLE WITH A LEARNTNG PIS AHILTTY 
FROM HOSPITAL TO COMMUNITY RESIDENTIAL 
ESTABLISHMENT
I The Effects of Relocation
II The Effects of Staying in Hospital
III Comparison between ‘movers’ (subjects) and ‘stayers’ (controls)
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CHAPTERS 
I THE EFFECTS OF RELOCATION
Competence and Personal Growth
The experimental hypotheses were that there would be an increase in competence 
and personal growth for people moving from hospital into the conmiunity.
Results fr om the six measures used to assess competence and personal growth ar e 
presented below.
1) Adaptive Behaviour Scale (ABS) - Adaptive Behaviour
Comparison of overall scores of adaptive behaviour for subjects shows that there 
was almost no change fr om baseline (Tl) and over time up to 30 months (T6). The 
mean score at Tl was 178.8 (SD 50.3) and at T6 (30 months) was 179.5 (standard 
deviation 46.7) - a change of less than one point. There was little variation in overall 
scores at T2, T3, T4 and T5 as seen in Table 17.
Table 17
Adaptive Behaviour Scale (Part I) 
Mean Scores and Standard Deviations 
Subjects Tl to T6
Baseline 6 months 12 months 18 months 24 months 30 months
(Tl) (T2) (T3) (T4) (T5) (T6)
Mean 178.8 185.8 182.8 183.7 179.5 179.5
SD 50.3 48.7 46.6 42.8 49.0 46.7
Any changes in the overall scores for adaptive behaviour* (Part 1) of ABS do not 
reach statistical significance as examined by tlie Friedman test (Chi-square 8.5389, 
D.F.5., P=.07).
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Individual Domains (ABS)
Because the overall score of the ABS (Part 1) may mask variations within the 
individual domains an analysis of these data was imdertalcen. Of the 10 domains, 7 
showed no statistical significance over assessment points, T1-T6. However, for 3 of 
the 10 domains - nmnbers and time, domestic activity and economic activity the 
Friedman test shows significance. Table 18 shows mean scores and standard 
deviations for these domains.
For Numbers and Time scores rise a little at (T2) returning to almost the baseline 
score at 30 months (T6). The Friedman test shows significance (Chi-square 17.9521, 
D.F.5., P <.01), with the Wilcoxon values showing subjects’ scores at baseline are 
lower than their scores at 6 months (P<.01), 12 months (P<.001), 18 months 
(P<.0001) and 24 months (P<.01), but not at 30 months.
For Domestic Activity scores rise between Tl and T2 with little change thereafter. 
The Friedman test shows significance (Chi-square 28.911, D.F.5., P <.01) with the 
Wilcoxon showing subject scores at baseline are lower than their scores at 6 months 
(P<.001), 12 months (P=.<001), 18 montlis (P<.01), 24 months (P<.001) and 30 
months (P<.01).
Economic activity rises from Tl and again stays relatively stable. The Friedman test 
shows significance (Chi-square 10.216, D.F.5., P <.05) but not at the more stringent 
0.01 significance level with the Wilcoxon showing subject scores at baseline are 
lower than their scores at 6 months (P<.05), 12 months (P<.001), 18 months 
(P<.05), 24 months (P<.05) and 30 months (P<.05).
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Table 18
Individual Domains 
Mean Scores and Standard Deviations (ABS Part 1) for Subjects
T1-T6
Baseline 6 months 12 months 18 months 24 months 30 months
Numbers Mean 4.5 5.6 5.6 5.5 4.9 4.3
and Time SD 3.7 3.8 3.7 3.5 3.6 3.0
Domestic Mean 8.0 11.3 11.5 11.1 11.2 10.1
Activity SD 4.6 6.0 5.3 4.5 5.4 5.8
Economic Mean 4.4 6.2 5.9 6.1 6.2 5.8
Activity SD 3.2 4.8 3.8 4.2 4.2 3.9
For all 3 domains the mean scores rise between baseline (Tl) and 6 months (T2), 
thereafter remaining relatively stable with a slight decline at 24 months (T5) for 
Numbers and Time and at 30 months (T6) for Economic and Domestic Activity.
Maladaptive Behavioui*
Comparison of overall scores of maladaptive behavioui* for subjects shows some 
changes between baseline (Tl) and subsequent assessments, up to 24 months (T5). 
The Friedman test revealed significance but not at .01 level (Chi-squaie 11.1778, 
D.F.5., P< .05) with the Wilcoxon showing significance between baseline and 12 
months (P<.05), and 24 months (P<.05). Mean scores and standaid deviations are 
displayed in Table 19.
Table 19
Maladaptive Behaviour 
Mean Scores and Standard Deviations 
Subjects T1-T6
Baseline 6 montlis 12 months 18 months 24 months 30 months
(Tl) (T2) (T3) (T4) (T5) (T6)
Mean 19.1 23.0 24.0 23.3 23.6 18.1
SD 17.8 17.5 12.5 16.5 19.5 13.3
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2) Assessment o f Community Living SJdlls
As noted in chapter 7, a total score was calculated for each of the six conditions and 
analysed separately. Comparison of gi*oup scores for subjects on a sample of six 
direct observations of community skills is shown in Table 20. This table points to a 
small increase from baseline (Tl) and subsequent assessments. There are two sets 
of statistically significant differences in the data. For pedestrian crossing the 
Friedman test shows significance (chi-square 17.8364, D.F..5 ,P < .01) with the 
Wilcoxon showing scores at baseline are lower than scores at 6 months (P<.01), 12 
months (P<.001), 18 months (P<.001), 24 months (P<.001) and 30 months (P<.001). 
For shopping the Friedman test shows significance (chi-square 13.3875, P < .01), 
with the Wilcoxon showing scores at baseline aie lower than the scores at 12 months 
(P<.01), 18 months (P<.01), 24 months (P<.001), and 30 months (P<.001) with 
scores at 6 months also lower than scores at 12 months (P<.05), 18 months (P<.001) 
24 months (P<.01) and 30 months (P<.001).
Table 20
Directly Observed Community Living Skills 
Mean Scores and Standard Deviations 
Subjects T1-T6
Baseline
(Tl)
6 months 
(T2)
12 months 
(T3)
18 months 
(T4)
24 months 
(T5)
30 months 
(T6)
Pedestrian Crossing
Mean 2.9 3.3 3.7 3.6 3.8 4.1
SD 1.3 1.4 1.5 1.3 1.7 1.3
Road Use
Mean 2.7 3.0 3.1 3.2 3.2 3.5
SD 1.6 1.5 1.3 1.3 1.5 1.0
Restaurant Use
Mean 3.4 3.7 3.7 3.8 3.9 4.1
SD 1.0 1.1 1.1 0.8 1.0 0.9
Shopping
Mean 3.4 3.7 4.0 4.0 4.0 4.6
SD 1.0 1.0 1.2 0.9 1.0 0.6
Bus Use
Mean 1.8 1.6 1.6 1.7 1.8 2.2
SD 2.1 2.3 2.3 2.3 2.4 2.6
Phone Use
Mean 2.2 2.3 2.1 2.4 1.9 1.9
SD 1.7 2.1 2.1 2.1 2.3 2.3
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3) Confidence in Own Community Skills
Overall mean scores were calculated for this measure encompassing the seven 
individual skills. As described earlier in Table 16 the small number of subjects at 30 
months (T6) scoring on this measure led to these data being excluded.
Table 21 shows mean scores and standaid deviations for subjects. There is very 
little valuation across assessments T1-T5. The Friedman test does not show 
significance (Chi-square 2.9200, D.F.4., P=.58).
TABLE21
Confidence in Own Community Skills 
Mean Scores and Standard Deviations 
Subjects T1-T5
Baseline (T l) 6 months (T2) 12 months (T3) 18 months (T4) 24 montlis (T5)
Mean 98.0 93.9 101.8 105.1 104.6
SD 27.7 33.5 26.5 19.2 18.3
4) Staff Rating o f Social Skills
A total score was derived from tliis questiomiaire and used in the analysis. Table 22 
shows mean scores for subjects. There was virtually no change between baseline 
and subsequent assessments following discharge to the community on this measure 
and analysis reveals no significant differences (Chi-square 6.1462, D.F. 5, P-.19).
Table 22
Staff Rating of Social Skills 
Mean Scores and Standard Deviations 
Subjects T1-T6
Baseline 6 months 12 months 18 months 24 montlis 30  months
(T l) (T2) (T3) (T4) (T5) (T6)
Mean 69.6 72.8 70.2 72.2 69.1 69.4
SD 25.6 24.8 25.9 23.2 64.7 64.3
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5) Staff Rating o f Interpersonal Skills
The total scores derived from this measure were used in the analysis. Comparisons 
of mean scores displayed in Table 23 indicate little change between baseline and 
subsequent assessments and the analysis does not show statistical significance (Chi- 
square 3.5952, D.F.5., P= .61).
Table 23
Staff Ratmg of Interpersonal Skills 
Mean Scores and Standard Deviations 
Subjects T1-T6
Baseline 6 months (T2) 12 months 18 months 24 months 30 months
(Tl) (T3) (T4) (T5) (T6)
Mean 75.5 80.6 79.1 81.7 78.6 80.7
SD 23.7 20.9 20.8 18.2 19.7 21.8
6) Self Rating o f Interpersonal Skills
As described eaiiier in Table 16, because of the small number of people responding 
to this questionnaire at 30 months data are analysed up to 24 months. Comparison 
of mean total scores indicates a trend towards an increase in how subjects rate their 
own interpersonal sldlls between baseline and 24 months. Means and standard 
deviations are shown in Table 24. The Friedman test does not reveal significance 
(Chi-square 7.6000, D.F. 4., P=.12).
Table 24
Self Ratmg of Interpersonal Skills 
Mean Scores and Standard Deviations 
Subjects T1-T5
Baseline 6 months 12 months 18 months 24 months
(Tl) (T2) (T3) (T4) (T5)
Mean 26.2 29.2 33.4 32.5 33.1
SD 9.4 8.7 6.4 7.3 4.9
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Summary of Findings
The results from the 6 measures used in tlie present study reflecting the general 
quality of life indicator of competence and personal gi'owth provide some mixed 
findings in relation to the subject group.
On the adaptive behaviour scale the results suggest no overall changes m adaptive 
behaviour following relocation fr om hospital to community residences up to 30 
months following dischaige. However, further analysis of the individual domains of 
the adaptive behaviom* scale do reveal some statistically significant differences on 
numbers and time, domestic activity and economic activity, which are masked when 
considering the aggregated data of overall adaptive behaviom*. The improvements in 
these areas occui* by the first follow up subsequently remaining stable or even 
declining slightly.
The explanation for this could be that subjects have not necessarily learned new 
skills but rather have more opportunity to demonstiate these skills m the community 
as opposed to a hospital environment. It is likely that there is greater opportunity to 
engage in domestic activities, handle money etc. in a community residence than in 
an institution.
An interesting picture emerges with respect to maladaptive behaviour* with subjects, 
as a group, showing an increase on this measme at 6 months and subsequent 
assessments up to 24 months. A number* of reasons could be put forward for this 
increase in maladaptive behaviour* following relocation to the community. Firstly, it 
could represent an initial increase in maladaptive behaviour, because of the move, 
wliich then doesn’t change. Secondly, the perception of ‘problem’ behaviour* by 
staff in community residences differs somewhat to that of staff in the hospital so the 
same behaviour is rated differently in the two settings. A related reason may be that 
different settings elicit different behavioural responses from participants. However, 
the overall scores are relatively low.
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A sample of community living skills assessed by direct observation found some 
increases in skills in two areas, pedestrian crossing and shopping between baseline 
and subsequent follow ups in the community. These changes over time however, 
may in fact represent changes which ar e taking place due to participation in the 
assessment process. As people are involved directly in the assessment of skills 
incremental lear*ning may be taking place. Subjects could also be becoming familiar 
with the assessment process and what is expected of them. Small changes which do 
not reach statistical significance are found for most of the other skills observed. 
Assessing confidence in own commimity skills and assessment of interpersonal 
skills by seeking direct participant views, show no significant change over Tl to T5. 
A similar* hend is found for* staff rating of social and intei*personal skills.
It is not the case, however, that changes wliich are non-significant in the statistical 
sense ar e necessarily unimportant. There is a general trend for* these measures to 
indicate small positive differences in favour of the community settings.
In conclusion, any gains fomid in the ar ea of competence and personal growth for* 
subjects are modest following discharge from hospital to community settings. In 
most cases any gain hr assessed skills level occurs by the first follow up (6 months). 
The learning curve levels out for all subsequent assessments.
The experimental hypotheses are partly supported by the results demonstrating that 
subjects who leave hospital show some initial modest gains in certain ar eas of skill 
acquisition although for* many ar eas there are no changes as assessed on these 
measures.
Health and Well Being
The experimental hypothesis was that there would be a positive impact on health and 
well-being for people moving from hospital into the community.
Results from the 5 measur es used to assess health and well being ai*e presented 
below.
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1) General Health Questionnaire (GHQ 30)
The mean total scores for the General Health Questionnaire, GHQ, aie presented in 
Table 25 for T1-T4 as there were insufficient subjects completing this measure at T5 
and T6 for inclusion in the analysis (see Table 16).
The most notable feature is the low scores at all assessment points which may reflect 
the difficulty of using such a measur e with people who have a learning disability. 
Statistical analysis reveals no significance (Chi-Square .2571, D.F. 3., P=.97)
Table 25
GHQ (30)
Mean Scores and Standard Deviations 
Subjects Tl - T4
Baseline (T l) 6 months (T2) 12 months (T3) 18 months (T4)
Mean 1.34 l.IO 0.44 1.84
SD 3.33 1.97 1.13 4.5
2) Zung Anxiety Scale
Data up to 24 months were included in the analyses. Total scores on this measure 
were calculated and mean scores for assessment T1-T5 are presented in Table 26.
Table 26
Zung Anxiety Scale 
Mean Scores and Standard Deviations 
Subjects T1-T5
Baseline (Tl) 6 months (T2) 12 months (T3) 18 months (T4) 24 months (T5)
Mean 7.9 6.0 6.7 4.8 4.0
SD 6.0 5.9 7.9 4.3 2.4
The Friedman test reveals no significance (Chi-square 7.2333, D.F. 4., P= .12).
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3) Zung Depression Scale
A comparison of mean total scores over assessment points shows a downward trend 
but analysis does not show significance (Chi-square 8.0824, D.F. 4., P= .09). Mean total 
scores and standard deviations ai*e shown in Table 27.
Table 27
Zung Depression Scale 
Mean Scores and Standard Deviations 
Subjects T1-T5
Baseline (T l) 6 months (T2) 12 montlis (T3) 18 montlis (T4) 24 months (T5)
Mean 12.2 6.4 7.8 4.5 4.2
SD 8.6 6.2 9.4 5.2 6.0
4) Eysenck Withers Personality Inventory
Tlrree total mean scores are presented for this measure for Extroversion; Neuroticism 
and Lie Score and are shown in Table 28. Data for Tl - T4 are included in the 
analyses.
No significant differences are revealed by the Friedman test for extroversion (chi- 
square 1.7667, D.F.3, P = .62); Neuroticism (chi-square 2.2500, D.F.3, P = .52) and the lie 
score (chi-square 1.6167, D.F.3, P = .66).
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Table 28
Eysenck Withers Personality Inventoiy 
Mean Scores and Standard Deviations (in parentheses) for Extioversion (E), Neuroticism (N)
and Lie Score (L) Subjects T1-T4
B aseline (T l) 6 months (T2) 12 months (T3) 18 months (T4)
Extroversion 14.6 14.3 14.6 15.1
(3.7) (3.6) (4.1) (3.6)
Neuroticism 5.8 5.6 5.1 5.9
(4.2) (5.0) (5.1) 0^)
Lie Score 6.0 6.8 7.8 6.8
(10 (2.8) (2.9) (2.6)
5) Morale and Life Satisfaction
Comparison of mean scores across Tl to T6 as presented in Table 29 shows that 
there is a change in the direction of higher scores for assessment T2-T6 compared to 
Tl,
The mean score at baseline (Tl) is 16.9 which then increases at 6 months (T2) post 
discharge to 23.5, thereafter remaining stable and reducing slightly. The Friedman 
test shows significance (Chi-square 35.1917, D.F.5., P <.001) with Wilcoxon showing 
scores at baseline are significantly lower than at 6 months (P<.001), 12 months 
(P<.001), 18 months (P<.001), 24 months (P<.01) and 30 months (P<.001).
Scores at 6 months are higher than scores at 18 months and 24 months
(P< .05) with scores at 12 months higher than 18 months (P<.05) and 18 months
higher than 24 months ((P<.05).
This can be inteipreted as a certain degree of fluctuation over assessment points with 
the highest level of personal satisfaction found at 6 months and 12 months post 
discharge. The statistical significant difference is in the predicted direction, and 
becomes apparent at the first follow up following discharge.
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Table 29
Morale and Life Satisfaction
Mean Scores and Standard Deviations
Subjects T1-T6
Baseline 6 months 12 months 18 months 24  months 30 months
(T l) (T2) (T3) (T4) (T5) (T6)
16.9 23.5 23.3 22.0 21.7 22.0
4.5 2.6 3.9 3.8 4.5 4.3
Summary of Findings
Health and well-being were considered to be important facets of quality of life and 
five measures were employed to assess changes in these areas following relocation 
to the community. Results from the General Flealth Questioimaire, Zung Anxiety 
and Depression Scales and the Eysenck Withers Personality Inventory revealed no 
statistically significant changes resulting from people moving from hospital to the 
community. It is difficult to draw firm conclusions from these results given some 
possible problems in the use of these measures with people with lear ning disabilities 
and the low inter-rater reliability, in particular, for the Zung Anxiety and Depression 
Scales (see Table 15).
Scoring on most of these measures was low indicating, if anything, low psychiatric 
morbidity for this group.
Results from the fifth measure - morale and life satisfaction - support tlie 
experimental hypothesis and demonstr ates tliat people who leave hospital report 
significant improvements in their lifestyle and satisfaction following relocation to 
the commimity. There is some evidence to suggest that subjects experience an initial 
postmove improvement followed by a period of readjustment and some decline 
thereafter - although why scores improve between 24 months and 30 months is 
unclear. However, the changes when they do occur* are small.
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Quality of Care
The experimental hypothesis was that there would be an increase in quality of care 
for people moving from hospital to commimity residences. Results fr om the 3 
measures used to assess quality of care aie presented below.
1) Assessment o f Living Units
Comparison of the mean scores for subjects presented in Table 30 demonstrates that 
there is a clear improvement in tlieh living enviromnent once they leave hospital. 
The Friedman test shows significance (Chi-square 51.4640, D.F.5., P < .001) with 
Wilcoxon values showing scores at baseline aie lower than scores at all other 
assessments (6, 12, 18, 24 and 30 months) (P<.001). Wilcoxon values of 
significance can also be found between 6 and 18 months (P<.01), 12 and 18 months 
(P<.01), and 18 and 24 months (P<.05). The changes in mean scores over 
assessments 6,12,18, 24 and 30 months seem small but analysis of individual data 
revealed some reach statistical significance. The quality of physical environment is 
assessed as being highest at 18 montlis, decreasing a little again at 24 months, with 
another increase at 30 months. The measure may be sensitive to small changes 
taking place at particular points in time in how residential imits in the community 
are being managed. It may not have been possible to detect much further 
improvement on the measuie used because of ceiling effects limiting score 
progression (maximum score 44).
Table 30
Assessment of Living Units 
Mean Scores and Standard Deviations 
Subjects T1-T6
Baseline 6 months 12 montlis 18 months 24  months 30  months
(T l) (T2) (T3) (T4) (T5) (T6)
Mean 23.3 37.6 38.0 38.5 37.8 38.3
SD 4.3 4.1 3.3 3.0 2.9 3.4
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2) Assessment o f Individual Lifestyles
Comparison of total mean scores for subjects presented in Table 31 demonstrates a 
very clear improvement in their assessed ‘lifestyle’ once they leave hospital. The 
improvement is apparent at first follow-up following dischaige, mean score at 
baseline was 39.71 and at 6 months of 52.5. The Friedman test shows significance 
(Chi-square 38.8012, D.F.5., P <001) with the Wilcoxon showing differences between 
baseline and all other assessments (P<.001). Wilcoxon also shows differences 
between 12 months and 30 months (P<.001) and 18 months and 30 months (P<.01) - 
with scores at 30 months being lower that those at 12 and 18 months. One possible 
reason for this could be the sensitivity of the measui e in picking up small changes in 
lifestyle at different points in time.
Table 31
Assessment of Individual Lifestyles 
Mean Total Scores and Standard Deviations 
Subject T1-T6
Baseline 6 months 12 months 18 months 24 months 30 montlis
(T l) (T2) (T3) (T4) (T5) (T6)
Mean 39.7 52.5 53.7 52.7 53.4 49.7
SD 7.5 7.1 6.9 7.0 6.6 7.2
3) Personal Presentation
One overall score was derived fr om this assessment. The mean total scores of the 
Personal Presentation measuie are presented in Table 32. No changes can be found 
over assessment points with scores remaining constant across both hospital and 
community settings over time. The maximum score acliievable on this measme is 
16 and scoring at all assessment points is at, or neai*, the maximum. The Friedman 
test reveals no significance.
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Baseline
(T l)
Table 32
Personal Presentation
Mean Total Scores and Standard Deviations
Subjects T1-T6
6 months 
(T2)
12 months 
(T3)
18 montlis 
(T4)
24  months 
(T5)
30 months 
(T6)
Mean 15.7
SD  0.6
16.0
0.2
15.8
0.6
15.7
0.5
15.4
1.0
15.8
0.4
Summary of Findings
Tlii'ee pai’ticular areas were looked at rmder the heading of ‘quality of care’ as 
contributing to overall quality of life.
Results from the assessment of living imits and of individuals lifestyle support the 
experimental hypothesis that there is an improvement in these areas for people who 
move out of hospital to live in community residences. This improvement becomes 
apparent on dischar ge and there is a levelling off thereafter. These results could be 
taken to support the view that people who are relocated to live in the community live 
in more ‘valued’ settings than they experienced when living in hospital. The social 
validity of these measures have been addressed in Chapter 5. The results could also 
support the view that there is some variation within community settings possibly due 
to management style or staff attitude and this may be reflected in the significant 
differences found between some of the assessment points while subjects ar e in the 
commimity.
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II THE EFFECTS OF STAYING IN HOSPITAL 
Competence and Personal Growth
The experimental hypothesis was that there would be no change in the ar ea of 
competence and personal growth for people remaining in hospital.
Results from the six measures used to assess competence and personal growth ar e 
presented below.
1) Adaptive Behaviour Scale
Compai'ison of overall scores of adaptive behaviour for controls shows little change 
from baseline (Tl) up to 30 months (T6). There is a small decrease over time with a 
mean score at baseline (Tl) of 172.3 and at 30 months (T6) 160.4 as shown in Table 
33. However, the Friedman test does not reveal significance (Chi-square 6.3267, D.F. 5, 
P = .18)
Analysis of individual domains shows no significant changes.
Table 33
Adaptive Behaviour Scale (Pai't 1) 
Mean Scores and Standard Deviations 
Controls T1-T6
Baseline 6 months 12 months 18 months 24 months 30  months
(T l) (T2) (T3) (T4) (T5) (T6)
Mean 172.3 171.6 171.2 163.2 162.7 160.4
SD 54.5 52.5 52.6 52.4 51.2 49.0
Maladaptive Behaviour
Comparison of overall mean scores for maladaptive behaviour, for controls, points 
to some differences over assessments T1-T6 as shown in Table 34. The mean score 
at baseline was 21.68 and at 18 months was ten points higher at 31.64. However, the
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Friedmaii test does not reveal any significant differences (Chi-square 7.2800, D.F.5., P= 
.12). While the fluctuations in scores for the control group do appear' large, these are 
fluctuations of mean. As the analysis is non-parametric - it is likely that a few high 
scores are pullmg the means up - but do not show as significant in the analysis. The 
very high standard deviations, pai*ticularly at 6, 12 and 18 months, point to the wide 
variance.
Table 34
Maladaptive Behaviour 
Mean Scores and Standai'd Deviations 
Subjects - T1-T6
Baseline 6 months 12 months 18 months 24  montlis 30 months
(T l) (T2) (T3) (T4) (T5) (T6)
Mean 21.7 27.1 27.6 31.6 19.5 17.2
SD 15.2 26.7 22.1 32.9 13.7 13.4
2) Assessment o f Community Living SIdlls
Comparison of mean scores for controls on a sample of six direct observations of 
community living skills, as shown in Table 35, indicate some small changes over 
time. However, Friedman test reveals no significance for any of the conditions (see 
Table 36). For ease of compar ison significance values are shown in Table 36 for 
each of the measures.
Table 35
Directly Observed Community Living Skills 
Mean Scores and Standard Deviations (in parentheses)
Contt'ols T1-T6
Baseline
(T l)
6 months 
(T2)
12 months 
(T3)
18 months 
(T4)
24 months 
(T5)
30 months 
(T6)
Pedestrian
Crossing
2.9 (1.4) 3 .0  (1.4) 3 .2  (1.2) 2 .4 (1.6) 3.1 (1.8) 4 .0  (1.9)
Road Use 2.8 (1.4) 2 .9  (1.5) 2 .9  (1.5) 2 .6  (1.6) 2.7 (1.8) 3.2 (1.7)
Restaurant U se 3.5 (0.8) 3.5 (0.9) 3.6 (0.9) 3.6 (1.1) 3.7 (0.9) 4 .4  (0.7)
Shopping 3.5 (0.9) 3.5 (0.9) 3.8 (1.0) 3 .6 (1.2) 4 .0  (0.8) 4.6 (0.7)
Bus U se 3.0 (1.7) 3 .4 (1.7) 3 .4  (1.8) 3.2 (2.0) 3.7 (1.7) 3 .2  (2.2)
Phone Use 2.6 (1.6) 2.3 (1.7) 2.3 (1.6) 2.3 (1.6) 3 .2  (1.8) 2.5 (2.3)
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Table 36
Friedman Chi-square Values and Significance Levels 
Directly Observed Community Living Skills - Controls
Chi-square Degrees o f  Freedom Significance
Pedestrian Crossing 2.0062 5 .57
Road Use 1.8176 5 .61
Restaurant U se 1.7550 5 .62
Shopping 1.9050 5 .59
Bus U se 2.5286 5 .47
Phone U se 2.9769 5 .39
3) Confidence in Own Community Skills
Overall mean scores are shown in Table 37, for controls, on the seven individual 
skills. As with the subjects group the small number of ‘controls’ at 30 months (T6) 
completing this measine - mean data were analysed for assessment Tl - T5 i.e. 
baseline to 24 months (see Table 16).
Little variation can be seen across time on this measure and the Friedman test shows 
no significance (chi-square 5.0500, D.F. 4, P = .28).
Table 37
Confidence in Own Community Skills 
Mean Scores and Standard Deviations 
Controls T1-T5
Baseline 6 months 12 months 18 months 24 months
(T l) (T2) (T3) (T4) (T5)
mean 101.6 102.5 103.7 100.2 103.7
so 15.7 17.0 16.3 20.8 19.5
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4) Staff Rating o f Social Skills 
and
5) Staff Rating o f Interpersonal Skills
Table 38 shows mean total scores for both of these measures for the control group.
Small changes in the mean scores on staff rating of social skills can be seen with a 
decrease from baseline (Tl) to 30 months (T6) of approximately 6 points. Smaller 
changes ai e apparent on staff rating of interpersonal skills over the different 
assessments.
The Friedman test reveals no significance for staff rating of social skills (Chi-square 
8.2976, D.F.5., P= .15) and for staff rating of interpersonal skills (Chi-square 4.1565, 
D.F.5., P-.53) for the control group.
Table 38
Staff Rating of Social Skills and Staff Rating of Inteipersonal Skills 
Mean Scores and Standard Deviations (in parentheses) 
Controls T1-T6
Baseline
(T l)
6 months 
(T2)
12 montlis 
(T3)
18 months 
(T4)
24  months 
(T5)
30 months 
(T6)
Staff Rating o f  Social 
Skills
70.4 (26.0) 69.3 (25.6) 68.7 (23.7) 66.7 (24.7) 6 4 .7 (2 8 .1 ) 64.3 (23.2)
Staff Rating o f  
Interpersonal Skills
77.0 (22.4) 76.2 (20.3) 77.5 (21.8) 74.3 (18.7) 74.9 (20.7) 76.2 (20.4)
6) Self Rating o f Interpersonal Skills
Table 39 shows mean total scores for the control group over T1-T5 (baseline to 24 
months). As with the subject group there were insufficient data to include the 
analysis at 30 months (T6). Mean scores vary a little with the highest score apparent 
at 24 months. The Friedman test reveals no significance (Chi-square 7.4533, D.F.4., 
P = .ll).
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Table 39
Self Rating of Interpersonal Skills
Mean Scores and Standard Deviations
Controls T1-T5
Baseline 6 months 12 months 18 months 24 months
(T l) (T2) (T3) (T4) (T5)
mean 25.0 26.5 30.4 27.9 30.5
SD 8.0 7.3 5.8 8.6 7.1
Summary of Findings
The results from these six measures of competence and personal growth consistently 
reveal no significant changes for the control group over a 30 month period, while 
they remain in hospital. Wliile they demonstrate no improvement in these areas the 
results also show that the control group do not deteriorate over the time period imder 
investigation. Issues ai'oimd ‘disinvestment’ in institutions, low morale and high 
turnover of staff facing uncertain futures has been referred to in some studies (c.f. 
Wing, 1989) as having potentially negative impact on aspects of residents lives 
while still in hospital. The experimental hypotheses is supported by the results 
demonstrating that people who remain in hospital show no significant change, over a 
period of time, in the ar ea of skill acquisition and development.
Health and Well-Being
The experimental hypothesis was that there would be no change for health and well­
being for people remaining in hospital.
Results fi'om the 5 measuies used to assess health and well-being are presented 
below.
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1. General Health Questionnaire fGHQ 30)
The mean total scores for the General Health Questionnaire (GHQ) are presented in 
Table 40 for assessments T1-T4. As with the subject group there were insufficient 
numbers completing this measuie at T5 and T6 and these data were therefore 
excluded from the analysis. Mean total scores are very low and make the 
interpretation of the data difficult.
The Friedman test reveals no significance (Chi-square .9414, D.F.3., P=.81).
Table 40 
GHQ
Mean Scores and Standard Deviations 
Controls T1-T4
Baseline (T l) 6 months (T2) 12 months (T3) 18 montlis (T4)
mean 0.91 1.36 1.35 1.05
SD 2.84 1.86 1.62 1.94
2) Zung Anxiety Scale 
and
3) Zung Depression Scale
Total scores on these measures were calculated and mean scores for assessments TI­
TS are presented in Table 41. The Friedman test reveals significance for Anxiety 
Scale (Chi-square 16.7231, D.F.4, F<.01) and Depressions Scales (Chi-square 19.9846, 
D.F.4, P<.001) for the control group with Wilcoxon showing differences for 
Depression Scale between baseline and 12 months (P<.001), baseline and 18 months 
(P<.001) between 6 and 12 months (P<.01) and 6 and 18 months (P<.001).
Scores on these scales decrease significantly for the control group from 12 months.
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Table 41
Zung Anxiety and Zung Depression Scales 
Mean Total Scores and Standard Deviations (in parentheses) 
Controls T1-T5
Baseline 6 montlis 12 months 18 months 24 months
(T l) (T2) (T3) (T4) (T5)
Zung A nxiety Scale 8.2 (7.6) 7.1 (5.9) 4.8 (3.5) 4.3 (3.6) 2 .4  (2.4)
Zung Depression Scale 13 .6 (9 .1 ) 12.4 (8.2) 7.8 (5.3) 5.2 (3.3) 2.3 (2.5)
4) Eysenck Withers Personality Inventory
Mean scores for Extroversion (E), Neinoticism (N) and Lie Score (L) are presented 
in Table 42.
No significant differences are revealed by the Friedman test over assessments T1-T4 
for Extroversion (Chi-square 1.5643, D.F.3., P=.66);Neuroticism (Chi-square 4.8214,
D.F.3., P=. 18) and Lie Scores (Chi-square 1.2429, D.F.3., P=.74).
Table 42
Extroversion (E), Neurotisicrn (N) and Lie Scores (L) - Eysenck Withers Personality Inventory 
Mean Total Scores and Standard Deviations (in parentheses)
Controls T1-T4
Baseline
(T l)
6 months 
(T2)
12 montlis 
(T3)
18 montlis 
(T4)
Extroversion 14.4 (3.3) 14.7 (3.3) 13.0 (5.1) 14.1 (4.6)
Neuroticism 7.7 (4.6) 7.5 (4.9) 6.1 (3.5) 5.6 (3.9)
Lie 7.1 (2.5) 6.8 (2.1) 7.1 (2.3) 7.7 (2.9)
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5) Morale and Life Satisfaction
Compaiison of mean scores across assessment points ar e presented in Table 43. The 
mean score at baseline (Tl) is 18.4 which then decreases over the next 4 assessments 
at 6,12,18 and 24 months. The mean score at 18 and 24 months, of 16.3 and 17.7 
respectively, remains lower than baseline with an increase apparent at 30 months to 
a mean score of 21.9. The results imply a decrease in assessed morale and life 
satisfaction for the conti ol group during the coui'se of the study with an increase at 
month 30, The Friedman test shows significance but not at the more stringent .01 
level (Chi-Square 10.2556, D.F.5., P<.05) with Wilcoxon showing differences between 
baseline and 12 months (P<.001) and 18 months (P<.01) and between 6 and 12 
months (P<.01) and 6 and 18 months (P<.05). Differences were also apparent 
between 6, 12, 18 ,24 months and 30 months (P<.001)
While there aie less participants involved with this measure at 24 and 30 months 
(see Table 16) there is no reason to expect that the groups aie not representative.
The numbers at 24 months (N=18) and 30 months (N=17) are almost identical, yet 
there is a significant difference in the scores between these points.
Table 43
Morale and Life Satisfaction 
Mean Scores and Standard Deviations 
Conti'ols T1-T6
Baseline 6 months 12 months 18 months 24 months 30 months
(T l) (T2) (T3) (T4) (T5) (T6)
Mean 18.4 17.6 15.9 16.3 17.7 21.9
SD 4.8 4.6 4.7 5.2 5.7 4.9
Summary of Findings
The results considered for the dimension of health and well-being yield a somewhat 
complex pictine for those people who remain in hospital. No changes are found for 
the General Health Questionnaire and Eysenck Withers Personality Inventory - 
although as with the subject group there aie some difficulties in drawing firm
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conclusions from these data. The Zung Anxiety and Depression Scales demonstrate 
some changes showing a significant decrease for people who remain in hospital over 
time. Wliy people would show lower levels of anxiety or depression is imclear. 
However one explanation could be that participants are becoming familiar with the 
test over tune and showing lower test anxiety. As referred to earlier, there is a 
question over the appropriateness of using these scales for the client group under 
investigation. Mean scores at all assessment points aie low and not reflecting any 
psychological morbidity. Issues aiising out of the use and interpretation of such 
instruments for people with learning disabilities aie addressed fiirther in the 
discussion.
The pictuie emerging from the morale and life satisfaction scale is of interest.
People remaining in hospital could be adversely affected by seeing other residents 
leaving and, as a consequence, feel less satisfied with their own situation. 
Expectations may also have been raised with levels of dissatisfaction resulting from 
additional knowledge and information on alternatives to living in a hospital setting. 
Wliy levels of morale and satisfaction increase at month 30 is uncleai’ and a subject 
for conjectui'e. One theory could be the improvement noted might be recording 
increased acquiescence effects on repeated presentation (c.f. Beswick, 1992). This 
does not mean that people remaining in hospital did not improve on such measures, 
but that estimates need to be made of the likely extent of such errors occinring in 
the data.
Results partly support the experimental hypotliesis that people who remain in 
hospital do not experience any significant change in their health and well-being. 
However, the mixed results fr om some of the measines employed leave the question 
somewhat unanswered and raises a number of complexities in the assessment of this 
area for people with learning disabilities.
Quality of Care
The experimental hypothesis was that there would be no change in Quality of Care 
for people remaining in hospital.
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Results from the tliree measures used to assess quality of care ar e presented below.
1 ) Assessment o f Living Units 
and
2) Assessment o f Lifestyles
Comparison of mean scores presented in Table 44 show little change on these 
measuies over tune for the control group. The Friedman test reveals no significance 
for assessment of living units (Chi-square 5.8316, D.F.5., P= .21) or assessment of 
lifestyles (Chi-square 8.1088, D.F.5., P=.15).
Table 44
Assessment of Living Units and Lifestyles 
Mean Total Scores and Standard Deviations (In Parentheses)
Conti'oIs T1-T6
Baseline
(T l)
6 months 
(T2)
12 months 
(T3)
18 months 
(T4)
24  months 
(T5)
30  montlis 
(T6)
A ssessm ent o f 24.2 25.6 26.1 26.1 26.3 27.3
Living Units (3.2) (3.5) (2.7) (2.7) (3.4) (2.3)
Assessm ent o f 36.4 36.5 27.8 36.0 35.3 36.8
Lifestyles (8.5) (9.4) (8.1) (7.7) (8.6) (8.8)
3) Personal Presentation
The mean total scores of the Personal Presentation measure are presented in Table 
45. No changes can be found over time.
Table 45
Personal Presentation 
Mean Scores and Standard Deviations 
Conti'oIs T1-T6
Baseline 6 months 12 months 18 months 24 months 30 months
(T l) (T2) (T3) (T4) (T5) (T6)
Mean 15.7 15.7 15.5 15.4 15.2 15.3
SD 0.6 0.6 0.7 0.7 0.7 0.6
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Summary of Findings
Results from these ‘Quality of Care’ measures support the experimental hypotheses 
that people remaining in hospital experience no change in their quality of caie. The 
scales measuring living units and lifestyles appeal* stable over time which is what 
would be predicted for people who remain in the same setting. The measure of 
personal presentation shows little change with most people scoring the maxiimun or 
near maximum at all assessments.
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I l l  COMPARISONS BETWEEN MOVERS AND STAYERS
The earlier pait of this chapter examined separately the effects of relocation and the 
effects of remaining in hospital on people with a learning disability over a 30 month 
period. This section examines the differences between the groups on the different 
facets of quality of life under investigation. Comparisons between the two groups 
can establish that any gains made by the subjects aie valid when contrasted with any 
or no change over the same period by the controls.
Competence and personal Growth
1) Adaptive Behaviour Scale
Table 46 shows the Mami Whitney Z scores and P values (2 tailed) for each 
assessment phase across Tl - T6. No significant differences were found between 
subjects and controls for overall adaptive behaviour at any of the individual time 
points. The mean scores point to the control group scoring marginally lower than 
subjects at all assessments but the analysis reveals no significant differences.
Figure 1 provides graphical representation of the data for subject and contiol groups 
for ease of reference.
ADAPTIVE BEHAVIOUR
200
100
Baseline I 2 ^
Time in Months
subject
control24
Figure 1: Mean total scores for Adaptive Behaviour (Pait I) - Subject and Control groups (Tl - T6)
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Table 46
Adaptive Behaviour Scale 
Differences between Subjects and Controls Tl - T6
Baseline
(Tl)
6 months 
(T2)
12 months 
(T3)
18 months 
(T4)
24 months 
(T5)
30 months 
(T6)
Adaptive XS 178.8 185.8 182.8 183.7 179.5 179.5
Behaviour XC 172.3 171.6 171.2 163.2 162.7 160.4
Total Z -.683 -1.306 -.956 -1.488 -1.359 -1.344
P .495 .191 .339 .137 .174 .179
Numbers XS 4.5 5.6 5.6 5.5 4.9 4.3
and XC 5.5 5.8 5.7 5.8 5.4 4.4
Time Z -1.438 -.211 -.058 -.374 -.680 -.154
P .150 .833 .954 .709 .496 .878
Domestic XS 8.0 11.3 11.5 11.1 11.2 10.1
Activity XC 7.5 7.4 7.6 6.8 5.9 5.6
z -.627 -3.533 -3.479 -3.376 -3.916 -2.787
p .531 .000*** .001** .001** 000*** .005**
Economic XS 4.4 6.2 5.9 6.1 6.2 5.8
Activity XC 4.3 4.7 4.2 4.1 3.8 3.6
z -.108 -.977 -2.233 -1.690 -2.370 -1.580
p .914 .329 .026* .091 .018* .114
Maladaptive XS 19.1 23.0 24.0 23.0 23.6 18.1
Behaviour XC 21.7 27.1 27.6 31.6 19.5 17.2
Z -1.304 -.238 -.076 -703 -1.901 -.172
P .192 .812 .940 .482 .057 .863
xsxc*
***
mean score subjects 
mean score controls 
.05 significance level 
.01 significance level 
.001 significance level
An analysis of individual domains reveals significance for Domestic Activity at 6 
months (T2), 12 months (T3), 18 months (T4), 24 months (T5) and 30 months (T6) 
in favour of the subjects. As the difference becomes evident at T2, following 
discharge, one possible explanation is that people living in the community are 
provided with more opportunity to engage in such tasks than are afforded to people 
living in hospital.
Some differences aie also found in the area of Economic Activity but only at 12 
months (T3) and 24 months (T5) and not at the more stringent .01 significance level. 
A comparison of mean scores between subjects and controls reveals a tendency for
155
subjects to have higher scores from 6 months (T2) onwaids (i.e. following 
discharge). No differences were found in other domains. Figines 2 to 4 provide 
graphical representation of the data for subjects and control gioups for these 
individual domains.
Economic Activity
Time in Months
® subject 
^  control
Figure 2: Mean total scores for Economic Activity - Subject and Control groups (Tl - T6)
Numbers and Time
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Figure 3: Mean total scores for Numbers and Time - Subject and Control Groups (Tl - T6)
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Domestic Activity
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Figure 4: Mean total scores for Domestic Activity - Subject and Control groups (Tl - T6)
Comparing total maladaptive behavionr between the groups (see figm*e 5) points to a 
tendency to slightly higher scoring for the control group at baseline (Tl), 12 (T2) 
and 18 (T3) months compared to the subject group. No statistically significant 
differences between the groups were found across Tl - T6 as shown in Table 46.
Maladaptive Behaviour
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Figure 5: Mean total scores for Maladaptive Behaviour - Subject and Control groups (Tl - T6)
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2) Assessment o f Community Living Skills
Table 47 shows the Mann Wliitney Z scores and P values for each assessment phase. 
Overall compaiison of total scores showed no significant differences between 
subjects and controls at baseline, 6, 12,18 and 24 months. A significant difference 
(P< .01) was foimd at 30 months in favoiu of the subject group.
Table 47
Directly Observed Community Living Skills (Total 
Differences between Subjects & Contiols Tl - T6
Baseline
(Tl)
6 months 
(T2)
12 months 
(T3)
18 months 
(T4)
24 months 
(T5)
30 months 
(T6)
XS 16 15 17 15 16 21
XC 18 18 19 16 16 6z -1.598 -1.845 -.937 -.520 -.012 -2.766
p .110 .065 .349 .603 .990 .006**
However the number of controls taking part in this assessment at 30 months had decreased 
to 8 as shown earlier in Table 16. Interpretation of findings need to be considered in that 
context. Figure 6 provides graphical representation of the data.
Community Living Skills
subject
control
Baseline 2 4
Time in Months
Figure 6: Assessment of Community Living Skills
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In relation to the individual skills the subject group showed some modest gains in 
commimity living sldlls compared to the contiol group - possibly because they have 
more opportimity to engage in these activities. However, between group analyses 
reveals few significant differences as shown in Table 48.
Table 48
Directly Observed Community Living Skills 
Differences between Subjects and Controls Tl - T6
Baseline
(Tl)
6 months 
(T2)
12 months 
(T3)
18 months 
(T4)
24 months 
(T5)
30 months 
(T6)
Pedestrian XS 2.9 3.3 3.7 3.6 3.8 4.1
Crossing XC 2.9 3.0 3.2 2.4 3.1 4.0
Z -319 -1.006 -1.623 -2.785 -1.368 -.079
P .750 .314 .105 .005** .171 -.937
Road Use XS 2.7 3.0 3.1 3.2 3.2 3.5
XC 2.8 2.9 2.9 2.6 2.7 3.2z -.311 -.347 -.603 -1.354 -.787 -.210
p .756 .729 .546 .176 .431 .834
Restaurant XS 3.4 3.7 3.7 3.8 3.9 4.1
Use XC 3.5 3.5 3.6 3.6 3.7 4.4z -.417 -.769 -.593 -.533 -.666 -.730
p .677 .442 .553 .595 .506 .466
Shopping XS 3.4 3.7 4.0 4.0 4.0 4.6
XC 3.5 3.5 3.8 3.6 4.0 4.6z -.354 -.422 -.591 -.967 -.091 -.295
p .723 .673 .554 .334 .927 .768
Bus Use XS 1.8 1.6 1.6 1.7 1.8 2.2
XC 3.0 3.4 3.4 3.2 3.7 3.2z -2.276 -3.051 -2.943 -2.115 -2.286 -.819
p .023* .002** .003** .034* .022* .413
Phone Use XS 2.2 2.3 2.1 2.4 1.9 1.9
xc 2.6 2.3 2.3 2.3 3.2 2.5z -1.088 -.416 -.719 -.315 -1.644 -.492
p .277 .677 .472 .753 .100 .623
Only two areas point to a significant change. For pedestrian crossing a significant 
difference was found only at 18 months (T4). In compaiing the mean scores for 
subjects and controls across Tl - T6 T4 points to a lower score for the control group 
rather than indicating any real improvement for the subject group at this point in 
time.
For bus use there is a statistically significant difference between the groups at 
baseline (Tl), 6 (T2), 12 (T3), 18 (T4) and 24 (T5) months m favoui* of the control
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group. The control group scored higher on this measuie at baseline. The 
differences do not reflect any real change in relation to living in the hospital or in the 
community, rather it picks up an existing difference between the groups which is not 
evident at 30 months (T6).
On many of the measmes there was no change for both groups. Visual analysis 
(c.f. Parsonson and Baer, 1986) suggests that such effects are not of much social or 
clinical significance when we look for a difference between the two groups (Figui'e
6). Overall, the very gradual change over time for both groups which occurred may 
represent changes which aie talcing place due to participation in the assessment 
process.
3) Confidence in Own Community Skills
Subjects and controls did not differ in their ratings of their confidence in own 
coimmmity skills over Tl - T5 as shown in Table 49.
Table 49
Confidence in Own Community Skills 
Differences between Subjects and Controls T1-T5
Baseline
(Tl)
6 months 
(T2)
12 months 
(T3)
18 months 
(T4)
24 months 
(T5)
XS 98.0 93.9 101.8 105.1 104.6
XC 101.6 102.5 103.7 100.2 103.7z -.244 -.344 -.044 -.793 -.064
p .807 .731 .965 .428 .949
It is of interest that, for people dischai ged into the coimnunity who have greater 
opportunity to engage in new skills, no real difference emerges when compared to 
people who remain m hospital with less opportunity available to them (see Figure 7).
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Figure 7: Mean total score for the Confidence hi Own Community Skills - Subject and Control 
Groups (Tl - T5)_
4) Staff Rating o f Social Skills
5) Staff Rating o f Interpersonal Skills
Table 50 shows the Maim Whitney Z scores and P values over Tl - T6.
Table 50
Staff Rating of Social Skills and Interpersonal Skills 
Differences between Subjects and Contiols Tl - T6
Baseline
(Tl)
6 months 
(T2)
12 months 
(T3)
18 months 
(T4)
24 months 
(T5)
30 months 
(T6)
Staff XS 69.6 72.8 70.2 72.2 69.1 69.4
Ratmg of XC 70.4 69.3 68.7 66.7 64.7 64.3
Social Z -.154 -.738 -.682 -1.198 -.342 -1.004
Skills P .878 .461 .495 .231 .733 .316
Staff XS 75.5 80.6 79.1 81.7 78.6 80.7
Rating of XC 77.0 76.2 77.5 74.3 74.9 76.2
Interpersonal z -.231 -1.766 -.411 -1.864 -.711 -.967
Skills p .817 .077 .681 .062 .477 .334
No differences aie revealed between subjects and controls at any assessment. Mean 
scores indicate a tendency for subjects to score marginally higher from 6 months 
(T2) compared to controls (Figures 8 & 9).
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Figure 8: Mean total scores for Staff Rating of Social Skills - Subject and Control groups (Tl - T6)
Staff Rating of Interpersonal Skills
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Figure 9: Mean total scores on the Fife Interpersonal Questionnaire for the subject and 
control groups.
6) Self-Rating o f Interpersonal Sldlls
Mann-Wliitney values and probability levels are shown in Table 51 for Tl - T5.
Table 51
Self Rating of Interpersonal Skills 
Differences between Subjects and Controls Tl - T5
Baseline
(Tl)
6 months 
(T2)
12 months 
(T3)
18 months 
(T4)
24 months 
(T5)
Self %8 26.2 29.2 33.4 32.5 33.1
Rating of XC 25.0 26.5 30.4 27.9 30.5
Interpersonal Z -.713 -1.990 -2.569 -1.979 -1.165
Skills P .476 .047 .010** .048* .244
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A statistically significant difference is found only at 12 months (T3) (P <01) and at 
18 months (T4) (F< .05) in favour of the subject group. Mean scores for both 
groups show a tendency to increase from 6 months(T2) (Figure 10).
Self Rating of Interpersonal Skills
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Figure 10: Mean total scores for Self Rating of Interpersonal Skills - Subject and Control Groups 
(Tl - T5)
Summary of Findings
The results fi'om the six measmes used in the present study reflecting the general 
quality of life indicator of competence and personal growth point to few real 
differences for people leaving hospital relative to those who remain. On the 
adaptive behaviour scale, while no overall differences emerge an analysis of 
individual domains reveals significance in favour of the subjects for Domestic 
Activity. The difference becomes apparent at 6 months immediately following 
discharge. The subjects maintain the improvement over time although there is no 
evidence of continued development. In the ar ea of Economic Activity the subject 
group showed a significant improvement from 6 months onwards but when 
compared to the control group the differences are appar ent only at 12 months (T3) 
and 24 rnonths(T5) pointing to some variability within the subject groups over time.
While the subject group showed a statistically significant improvement on Numbers 
and Time from 6 months no difference was evident when comparing subjects with 
controls.
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No differences between the groups are apparent in the area of maladaptive 
behaviour'. However, the subject group showed a significant increase at 12 (T3) and 
24 months (T5) and while some increases were noted for the control group they do 
not reach statistical significance. It would seem reasonable to conclude that this 
rneasme is sensitive to variability in behaviom' over time and that there may be 
differing expectations in tire community accoimting, in part, for the significant 
change within the subject group. There is no evidence to support the view that 
‘more difficult’ people remain in hospital.
However, in general, the mean scores on maladaptive behaviour for both groups 
remain low - although there is some difficulty in interpreting the significance of 
overall scores - as some behaviour falls into the range of ‘normal’ expectations 
(Nihira et al, 1975). More detailed analysis of the sub-domains for both groups was 
not considered appropriate given the overall low level of scoring. Reliability of the 
maladaptive behaviour of the ABS is quoted as .57 (Nihira et al, 1975) so 
inter pretation of results require to be considered in this context.
On a sample of cormnmirty living skills assessed by direct observation a difference 
in favour of the subjects was found only on pedestrian crossing and only at T4. It 
would seem that both groups show some small gains in these areas which can be 
partly attributed to their taking part in the assessment process.
No differences between the group emerged on confidence in own cormminity skills 
and staff ratings of social and interpersonal skills. An occasional significant result 
is found such as on self rating of interpersonal skills at T3 which could be an artefact 
of the numbers in the different groups reducing over time and the likelihood of 
finding a significant result in such analysis. No conclusion can be drawn from such 
findings.
Overall any differences between the groups tend to be in favoiu* of the subjects with 
most changes occurring following dischar ge and remaining somewhat stable, if not 
declining a little thereafter.
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Health and Well Being
1) General Health Questionnaire
Table 52 shows Mann-Whitney Z scores and P values over Tl - T4. As explained 
earlier the low numbers of subjects and controls involved at T5 and T6 resulted in 
these data being excluded from the analyses.
Table 52
General Health Questionnaire 
Differences between Subjects and Contiols Tl - T4
Baseline
(Tl)
6 months 
(T2)
12 months 
(T3)
18 months 
(T4)
General 1.34 1.10 0.44 1.84
Health XC 0.91 1.36 1.35 1.05
Questionnaire Z -.243 -1.155 -1.134 -1.032
P .808 .248 .257 .302
No significant differences were foimd between subjects and controls on Tl - T4
2) Zung Anxiety Scale
3) Zung Depression Scale
The analyses of scores fr om the Zung Anxiety Scale reveals no significant 
differences between the subject and control groups at each assessment time as shown 
in Table 53. The Zung Depression Scale reveals a significant difference between 
the groups at 6 months (T2) only. Both groups show a decline in scoring over Tl - 
T5 (see Figures 11 & 12).
Table 53
Zung Anxiety and Depression Scales 
Differences between Subjects and Controls Tl - T5
Baseline
(Tl)
6 months 
(T2)
12 months 
(T3)
18 months 
(T4)
24 months 
(T5)
Zung XS 7.9 6.0 6.7 4.8 4.0
Anxiety XC 8.2 7.1 4.8 4.3 2.4
Scale Z -.102 -1.241 -.229 -.040 -1.396
P .919 .215 .819 .968 .163
Zung XS 12.2 6.4 7.8 4.5 4.2
Depression XC 13.6 12.4 7.8 5.2 2.3
Scale z -1.162 -3.126 -.818 -1.699 -.743
p .253 .002** .414 .089 .458
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Figure 11 : Mean scores for Zung Anxiety scale - Subject and Control groups (T1-T5)
Zung Depression Scale
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Figure 12 : Mean scores for Zung Depression scale - Subject and Control groups (T1-T5)
4) Eysenck Withers Personality Inventory
Table 54 shows the results of the between group analysis for the Eysenck Withers 
for extroversion, neuroticism and lie score.
No significant differences were foimd for Tl - T4 at any assessment time. The 
mean scores for both groups show little change over tune as shown in Figines 13 
and 14.
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Extroversion and lie scores are within the range found by Eysenck (1967) for a 
group of people with a moderate learning disability while the neur oticism scores are 
lower. The lie score is higher than one would expect from a non learning disabled 
population and Eysenck explains this as a possibility that institutionalised patients 
wish to please the tester.
Table 54
Eysenck Withers Personality Inventory 
Mann Wliitney Probability Values Subjects and Controls Tl - T4
Baseline
(Tl)
6 months 
(T2)
12 months 
(T3)
18 months 
(T4)
Bxti’oversion XS 14.6 14.3 14.6 15.1
%c 14.4 14.7 13.0 14.1
Z -.355 -.161 -.974 -.363
P .722 .872 .330 .715
Neuroticism %s 5.8 5.6 5.1 5.9
XC 7.7 7.5 6.1 5.6
Z -1.431 -1.359 -1.370 -.077
P .153 .174 .171 .939
Lie Score XS 6.0 6.8 7.8 6.8
XC 7.1 6.8 7.1 7.7
z 1.212 -.097 -1.030 -.957
p .226 .923 .303 .339
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Figure 13 ; Mean scores for Eysenck-Withers scale - Subject group (T1-T5)
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Figure 14: Mean scores for Eysenck-Withers scale - Control group (T1-T5)
5) Morale and Life Satisfaction
On the measure of morale and life satisfaction significant differences between 
subjects and control groups are found at 6 (T2), 12 (T3), 18 (T4) and 24 (T5) months 
(P < . 01) in favoLU' of the subject group as shown in Table 55.
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Table 55
Morale and Life Satisfaction 
Differences between Subjects and Controls T1 - T6
Baseline
(Tl)
6 months 
(T2)
12 months 
(T3)
18 months 
(T4)
24 months 
(T5)
30 months 
(T6)
16.9 23.5 23.3 22.0 21.7 22.0
18.4 17.6 15.9 16.3 17.7 21.9
Z -1.421 -5.462 -5.619 -4.106 -2.725 -.878
P .155 000*** .000*** 000*** .006** .427
While both groups have reasonably similar scores at baseline, the improvement for 
subjects, relative to the control group, is apparent at first follow up and maintained 
thereafter. It is of interest that subject and control groups have similai* scoring at 30 
months with no significant difference between the groups (See figur e 15). The 
measur e no longer discriminates between the two groups at tliis stage witli the 
control group mean score increasing to that of the mean score for the subject group. 
The smaller number of people par ticipating in tliis assessment at 30 months may be a 
contributing factor to this outcome.
Morale and Life Satisfaction
1
Time in Months
® subject 
^  control
Figure 15; Mean total scores for Morale and Life Satisfaction - Subject and Control groups (T1 - T6) 
Summary of Findings
Overall the measures used in the present study to assess Health and Well Being 
provide mixed results in relation to identifying any differences between subjects and 
controls. Both groups show a decline in anxiety and depression as assessed by the 
Zimg scales over T1-T5. No change is found for the General Health Questionnaire 
but the scores for both groups are very low, well below the tlneshold for a
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significant clinical distui*bance. The measure of morale and life satisfaction appears 
to be more successful at discriminating between people who ai'e living in hospital 
compared to those who have left.
The issue of how best to assess health and well-being from a person’s own point of 
view remains a challenge for studies lilce this (cf Hatton, 1998). There may be 
subtle changes that ar e being picked up by the measures used here which result in 
the variability shown between and within groups over time. Tliis area will be 
addressed further in the discussion.
Quality of Care
Assessment o f Living Units 
Assessment o f Individual Lifestyles
The measur es developed specifically for the present study to assess quality of living 
luiits and individual lifestyles appear* to be most effective at discriminating between 
subject and control groups. Tables 56 and 57 present the results over Tl - T6.
Table 56
Assessment o f Living Units 
Differences between Subjects and Controls T1-T 6
Baseline
(Tl)
6 months 
(T2)
12 months 
(T3)
18 montlis 
(T4)
24 months 
(T5)
36 months 
(T6)
Assessment 23J 37.6 38.0 38.5 37.8 38.3
of 24.2 25.6 26.1 26.1 26.3 27.3
Living Z -.463 -8.073 -8.038 -8.010 -6.644 -5.458
Units P .643 .000*** .000*** .000*** .000*** .000***
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Table 57
Assessment of Individual Lifestyles 
Differences between Subjects and Coiitiols Tl - T6
Baseline
(Tl)
6 months 
(T2)
12 months 
(T3)
18 months 
(T4)
24
months
(T5)
36 months 
(T6)
Assessment XS 39.7 5Z5 53.7 52.7 53.4 49.7
of XC 36.4 36.5 27.8 36.0 35.3 36.8
Individual Z -2.162 -7.120 -7.524 -6.568 -6.355 -4.267
Lifestyles P .031 000*** 000*** 000*** .000*** .000***
A significant difference between the group (P < .001) is appar ent on both measures 
from 6 months (T2) onwards, that is following discharge of subjects from hospital to 
community settings. Wliile there is no progressive improvement for the subject 
group fi'om 6 months (T2) - (see Figures 16 and 17) - one should question what 
people should be aiming to achieve in these areas to maximise their quality of life.
A move fiom hospital to a community setting, in itself, appears sufficient to generate 
the improvements shown.
F 20
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Figm*e 16 : Mean scores for Assessment of Living Units - Subject and Control groups (T1-T6)
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Figure 17 : Mean total scores for Assessment of Individual Lifestyles - Subject and Control groups
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Personal Presentation
The analysis of data derived fiom the measme of personal presentation points to a 
tendency towards significance at T2, T3, T4, T5 & T6. Table 57 displays Maim 
Wlntney scores and P values.
Table 58
Personal Presentation 
Differences between Subjects and Contiols Tl - T6
Baseline
(Tl)
6 montlis 
(T2)
12 months 
(T3)
18 months 
(T4)
24 months 
(T5)
36 months 
(T6)
Personal XS 15.7 16.0 15.8 15.7 15.4 15.8
Presentation %c 15.7 15.7 15.5 15.4 15.2 15.3
Z -.236 -2.024 -2.114 -2.290 -2.125 -1.983
P .813 .043* .034* .022* .034* .047*
While mean scores differ only slightly (see figuie 18) there is a difference between 
subjects and controls fiom first follow up onwards. However as scores are, in the 
main, near the maximum the difference does not necessarily indicate big changes. 
The differences do not reach the more stringent .01 significance level.
Personal Presentation
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Figure 18: Mean total scores for Personal Presentation - subject and conti'ol groups (Tl - T6)
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In smnmary, some general conclusions can be drawn from the results reported in this 
chapter which are considered further in the discussion.
People who leave hospital:
© show little change in their competence and abilities and develop few new skills 
once they have settled in the community;
® show some increase in maladaptive behaviour’;
© express a higher degi’ee of satisfaction with their life in the commmiity and 
services they receive;
© exliibit no increase in relation to measur es of anxiety and depression;
© experience a higher quality of living environment and 
® experience a more enriched lifestyle.
People who remain in hospital:
© show no change in their competence, abilities and skills;
© show no change in their maladaptive behaviour;
© express some changes, both positive and negative, in relation to their degree of 
satisfaction with their life over time;
® show, if anything, a decrease in self assessment of anxiety and depression;
@ experience no change in their quality of environment and 
© experience no change in their quality of lifestyle.
Comparison between ‘movers’ and ‘stayers’ point to:
© few differences between the groups in relation to their competence, abilities and 
skills over time. Differences that do emerge tend to occui’ at the first follow up 
in favour- of the subjects who have moved to community settings and remain 
stable or decline a little thereafter;
© no differences between the groups on the measuie of maladaptive behavioui’ 
although some within group vaiiability was apparent;
® almost no differences between the groups on measures of general health, anxiety 
and depression;
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© a significant difference between the groups in relation to their degree of 
expressed satisfaction with their life which is apparent at the first follow up 
when people have moved fiom hospital to the community settings and 
maintained thereafter up imtil 30 months; and 
© a significant difference between the groups in quality of living environments and 
lifestyles once subjects have moved from hospital. Subjects show a significant 
improvement compared to the control group on these measures fiom first follow 
up.
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Discussion 
Overall Findings
The study involved 100 people with learning disabilities for up to a 30 month period 
in their lives and was concerned with two main issues - the effects on people of 
moving from hospital to the community and the effects on those remaining in 
hospital. This latter issue is often glossed over, paiticularly with respect to 
assessing what happens to people over a period of time with immediate pre and post 
data more readily available.
The results obtained from this study illustrate the multidimensional nature of quality 
of life. Each of the outcome measui es casts a slightly different light on the complex 
picture of tire effects of deinstitutionalisation on the quality of life of its recipients, 
with some of the experimental hypotheses supported and some rejected.
Overall it is clear that no advantage is gained by remaming in an institution although 
no significant deterioration occurs contrary to some findings (e.g. Beswick, 1992). 
Wliatever differences there are between subject and control groups are almost 
always in favour of the subjects. This supports the general conclusion of most 
commentators such as Larson and Laldn (1989) and Brook and Bowler (1992). 
However the gains are generally modest in scale and are to be found soon after- 
relocation with no major changes and sometimes a small decline over time 
thereafter. This supports the view that the process of moving to a commimity based 
residence may result in some initial changes but will not, in itself, bring about the 
major long term changes which many feel ought to be happening for people who 
have spent many years in institutions.
As Lowe et al (1993) pomt out “no study has shown accelerated improvement over­
time arising from commimity placement” (P4).
The overall findings need to be considered in the context of some of the 
methodological constraints.
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Firstly, the study design was not an exact matched group design and, while 
individuals were matched on a number of ‘key’ variables, it was not possible to take 
accoimt of all the individual char acteristics that may or may not have contributed to 
the outcome (given that many are still milmown!). However, this is an issue for 
most ar eas of applied research and the matched design employed in this study is 
similar* to many others in the field (e.g. Beswick, 1992; Emerson et al, 1992; Felce 
et al, 1986; Hemmmg et al, 1981; Mansell and Beasley, 1993). Prematched control 
group design provides, potentially, more robust data than straight comparative 
designs and appear s to be most often described as the “best” alternative quasi- 
experirnental design. However Beswick (1992) points out that possible sources of 
error in such studies are selection interactions (i.e. differences in group composition 
which may be undetected by the matching process, but may be important in effecting 
client progress) and statistical regression (i.e. tendency for extreme scores to be less 
extreme on reassessment).
The inclusion of a repeated measur es witliin groups design overcame some of the 
potential problems with the above. The longitudinal natur*e of the study reflected the 
concept that adjustment is a process.
Secondly, outwith the control of the researcher, was the problem associated with the 
fall off in numbers with a much smaller sample size at 30 montlis. While the 
numbers in the study were higher than most other studies in the U.K. (cf Emerson 
and Hatton, 1994) it is still a relatively small number given the heterogenity of the 
total group of people who are being moved out of institutions. Because of the 
reduced sample size at 24 and 30 months it was considered too small to allow 
meaningftil analysis of whether there ar e par ticular* person variables which ar e 
associated with successful placement.
Thirdly, the selection of measures attempted to address some key aspects involved in 
the complex ar ea of quality of life assessment. The study does not purport to have 
measur ed “quality of life” in its entirety and a number of ar eas relevant to quality of 
life, such as community participation and material well-being, were not included.
The instruments devised seem to have face validity but there is still a real need for
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service providers, clients and advocates to agree on the criteria by which services 
may be judged (e.g. Baer, 1988).
Finally, the reliability of some of the measures were low, particularly relating to 
measures seeking clients’ own views.
Not withstanding the above, the findings of the present study make a significant 
contribution to the overall pictur e of the lives of people with learning disabilities in 
hospital and community settings and contribute to the growing literature in the field 
which is aimed at influencing policy rnalcers and services providers.
The specific implications of the findings and how they compare wMi other studies 
are discussed below in relation to the tlrree main ar eas imder investigation: 
Competence and Personal Growth; Health and Well-Being and Quality of Care. 
Wliile comparisons with other studies are made, it is recognised that methods of data 
collection, along with the length of time subjects have been in the cormnunity, vary 
between studies. However, there is still merit in considering other findings having 
talcen note of these issues.
Competence and Personal Growth
Overall tliere was no improvement for people who left hospital, nor was there any 
real deterioration for people who remained in hospital on measures of competence 
and personal growth. This ai*ea incorporated a range of measures aiming to assess 
skills and abilities in a number of ways. Wliile measures of adaptive and 
maladaptive behavioui* ai*e commonplace in resear ch on deinstitutionalisation, 
specific measmes involving social and interpersonal skills per se and direct 
observations of specific skills are less often cited in the literatuie. Of particular 
importance was the attempt to assess participants’ own perceptions of their skills 
thus addressing both the subjective and objective components of evaluation of this 
facet of quality of life (e.g. Felce and Perry, 1995a).
While some initial benefits were found for people who left hospital, relative to those 
who remained, these tended to be confined to two or tliree key specific areas such as
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use of money, domestic activity and shopping. The groups differed at the outset 
only in relation to one measure, bus use, where controls were foimd to have higher 
level of skill. This difference was maintained up until 24 months with both groups 
showing little change over time. Further development did not talce place on most 
measmes over time so the assessed improvement may not represent increased 
competencies but rather an opportunity to use skills already in the repertoire (cf 
O’Neill et al, 1985). No deterioration was found for people remaining in hospital a 
finding which does not lend support to the view that some loss of skill occurs over 
time (e.g. Beswick, 1992). The Adaptive Behaviour* Scale covers a wide range of 
behaviomal domains but is not sensitive to relatively small changes in behaviour. 
The norms are based on American inpatient populations and, while used widely in 
the U.K. for clinical and resear ch pm*poses, the use of U.K. norms might have been 
more appropriate. Wliile considered a reliable instrmnent, Perry and Felce (1994) 
foimd domain reliabilities ranged from 58% to 89% and urged caution when 
interpreting results. Maladaptive behaviour* increased for* people living in the 
community but did not change as a consequence of living in hospital. Maladaptive 
behaviour would seem to persist and increase in commmiity settings and as such can 
not solely be attributed to institutional living. Levels of maladaptive behaviom*, 
overall, were low although with quite considerable individual variation.
Wlien interpretation of small scale change is important, assessment by staff report 
should be complemented by approaches based on client assessment and observation 
(cf Per*r*y and Felce, 1996). The remaining nieasm*es employed to assess the area of 
skill development aimed to do this.
The direct assessment of cormnunity skills potentially picks up smaller gains in 
specific areas and the skills were so selected as to cover a range of everyday 
situations people encounter in commmiity settings. While some improvement on the 
range of skills assessed are apparent for* people moving to the commimity, the 
findings also point to improvements in one ar ea (shopping) occmring after some 
time (i.e. after 12 months). This may be as a result of increased opportimities over a 
period of time or* be indicative of the time it may talce for certain new skills to be 
acquired. There was little to differentiate between the two groups on these 
measures.
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The assessment of social and interpersonal skills is an miportant one and ‘in-house’ 
measmes were used in the present study including a self assessment measure.
Fmtlier refinement of these questiomiaires could give consideration to possible 
assigning values or weightings, dependent on how relevant/important a particular* 
skill/behaviour is considered to be. Despite these shortcomings the data generated 
fiom these measmes allows for some consideration of the ar ea and the effect on 
people of living in institutional or commimity settings. The relevance of tliis ar ea is 
in relation to the identification of skills and behaviom* that will facilitate people in 
their interactions with each other and to enable them to participate meaningfully in 
their commimity. It is clear that moving people to the cormnunity, per se does not in 
itself lead to an improvement in their social and interpersonal skills. This ar ea has 
not been addressed specifically in most of the studies to date.
In comparing these results with otlier studies the most directly comparable findings 
relate to adaptive and maladaptive behaviour*.
Compar ative studies of hospital and community settings have reported some mixed 
findings in this area. With regards to adaptive behaviour, some have reported 
significant increases for people moving to the coimnmiity (e.g. Knapp et al, 1992; 
Lowe et al, 1993; Maisto and Hughes, 1995) while others reported no change (e.g. 
Beswick, 1992; Lister, Brook and Bowler, 1995). There is evidence from a number* 
of studies of a ‘plateau’ effect (e.g. Cambridge et al, 1994; Lowe et al, 1993) that is, 
after* any short-term gains in adaptive behaviour upon resettlement have occurred, 
service users are unlikely to continue to gain significant new skills in the long term. 
Within this general plateau effect, it is possible that service users with low abilities 
continue to gain new skills while more able service users rernahi static or lose some 
skills (Felce and Perry, 1996; Lynch, Kellow and Willson, 1997).
The reasons for* some of these reported differences between studies remains imclear. 
The range of methodological approaches used by different investigators may 
contribute to this (cf Lynch, Kellow and Willson, 1997). Resident characteristics is 
one explanation (e.g. Perry and Felce, 1994). Different models of ser*vice provision 
or even similar* models of service provision could account for some of the var iation.
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There is some evidence that specific assistance and direction fiom staff can increase 
individual competencies (e.g. Felce and Perry, 1995b; Mansell, 1995) and this type 
of staff behaviom* is likely to be present in some settings and not in others.
Only a few studies (e.g. Knapp et al, 1992; Cambridge et al, 1994; Lowe et al,
1993) report findings more than one year* after discharge to the commimity. Wliile 
it may take people with a learning disability a relatively long time to leai*n new 
skills, the present study, with a 30 month follow up, still failed to find any overall 
significant changes.
Findings from studies relating to maladaptive behaviom* are also rather mixed. A 
number of studies have foimd no change or a decrease in maladaptive or challenging 
behaviom* for people going fiom hospital to commmiity settings (e.g. Bratt and 
Jolmson, 1988; Domielly et al, 1994; Booth et al, 1990; Lister, Brook and Bowler, 
1995). Other studies have found an increase (e.g. Felce et al, 1994) in maladaptive 
behaviom*.
Hatton and Emerson (1996) point out that the differences in some of the findings are 
related to how researchers measmed the behaviom*. Studies using rating scales, 
such as tlie ABS, with their focus on infiequent but inappropriate or challenging 
behavioms report, in the main find no difference or an increase in commmiity 
settings in challenging behaviour across service models. Studies using 
observational schedules, with their focus on high dmation but minor challenging 
behaviours, report no difference in challenging behaviour across service models or a 
decrease in challenging behaviom* in commmiity settings. The present study, 
employing the ABS, foimd an increase in maladaptive behaviom* in the community. 
Emerson and Hatton, (1994) pointed out that the generally enriched material 
enviromiient and increased demands made upon service users in community settings 
is likely to set the occasion for some forms of more serious challenging behaviours, 
while reducing minor, self stimulating challenging behaviours such as stereotypic 
behaviom*. The increase in maladaptive behaviom* fomid in the present study may 
be associated with such a change, although another explanation may be that some 
behavioms in the community are considered maladaptive - whereas in the hospital 
setting are not labelled as such.
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Health and Well-Being
The findings fiom the self-report measures of health and well-being ar e, in the main, 
difficult to interpret. Apart fiom the measuie of morale and life satisfaction, the 
application of assessments such as the General Health Questionnaire and Zung 
Anxiety and Depression Scales in the present study is questionable with a learning 
disabled population despite some reports to the contrary (cf Prout and Schaeffer 
1985; Lindsay and Michie, 1988). Even the use of Eysenck-Withers Personality 
Inventory, designed for people with a moderate and mild learning disability, appears 
umeliable in the present study. Despite the inconclusive results, this aiea is one of 
great importance and the present study attempted to tap into the subjective 
assessment of the participants’ well-being rather than rely solely on second or third 
hand information. Few studies have incorporated an assessment of mental health 
although some attention has been given to the area of physical health but mainly 
reporting on the co-morbidity of specific conditions such as epilepsy (e.g. Moss and 
Turner, 1995). Hatton and Emerson (1996) note that more research is required 
concerning the health of people with learning disabilities in different residential 
settings, particularly in relation to Health of the Nation Key Areas (Department of 
Health, 1995). Hayden and De Paepe (1991) have pointed out that paying attention 
to the health-neglected needs of people with learnmg disabilities, is a challenge for 
community-based services.
The area of mental health has received less attention than physical health with only 6 
out of 70 studies on living settings in the U.K. reporting any findings concerning the 
mental health of people with learning disabilities (e.g. Hatton and Emerson, 1996) 
despite evidence to suggest prevalence rates of psychiatric disorders of between 9% 
to 41% (Bouras and Drmnrnond, 1992; Inverson and Fox, 1989; Reiss, 1994). 
However there appears to be a relationship between the presence of a psychiatric 
disorder and the level of ability of the person (Jacobson, 1990). In people with 
mild, and to some extent, with moderate learning disabilities, the symptoms of 
psychiatric disorders ar e essentially the same as those seen in people without a 
learning disability (Bouras and Drimimond, 1992). In contrast, psychiatric and 
emotional problems in people with severe and profound learning disabilities tend to
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be highly individualistic (Easton and Menolaxino, 1982) and might present as 
behavioural problems (Reiss, 1985), thus underestimating the prevalence of 
psychiatric disorders for this client group.
Of the few studies available, the results ar e not by any means conclusive.
Two studies (Domielly et al, 1994; Knapp et al, 1992) reported findings concerning 
the short term impact of moving fiom hospitals to community settings on the mental 
health of people with learning disabilities, reporting improvements in levels of 
depression one year after moving. This was assessed by asking staff to rate items on 
a questionnaire and, for some people with learning disabilities, getting them to rate 
their own mood.
Another study (Cambridge et al, 1994) found no changes in depression or 
psychological ftmctioning after people had moved fiom hospital to community 
settings. There is some suggestion that psychological well-being is lower in people 
with learning disabilities (Thomson and Schaeffer, 1988) and that there is an 
association between depressed mood and personal skills (Kaman and Reiss, 1987).
In a separate study concerned with the assessment of anxiety for people with 
learning disabilities (rather than the effects of different living situations) Lindsay 
and Michie, (1988) found some problems with the use of self rating scales and 
suggested that a simple yes/no format as opposed to a categorisation on the basis of 
degree of anxiety was more appropriate and reliable. However Prout and Schaefer 
(1985) concluded that persons with mild learning disabilities were able to make 
valid and reliable responses to unmodified self-report measures such as the Zung 
Depression Scale.
The studies available, and the methodological problems involved in assessing mental 
illness and psychological states in people with learning disabilities, mean that 
estimates of the prevalence of mental health problems and the effects of changes in 
living circumstances for most users are currently unavailable (e.g. Moss, 1995;
Reiss, 1994). Most of the studies have relied on information from other parties (e.g. 
staff, relatives etc.) rather than assess psychological states fiom the individuaTs 
perspective.
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The present study’s attempt to use a range of measures to assess psychological 
subjective states of people with learning disabilities met with very limited success. 
However, the assessment of morale and life satisfaction by directly seeking 
individual views appeared more effective in discriminating changes between hospital 
and commimity settings. Tliis assessment was designed for use with people with a 
learning disability and attempts to ascertain how satisfied people feel about their life 
and living situation. These findings support evidence fiom other studies (e.g. 
Beswick, 1992; Dormelly et al, 1994). Some variability within subject and control 
groups was apparent over time. The highest assessed satisfaction for subjects was 
found immediately on discharge and at 12 months. Beswick (1992) suggests that 
there is a typical pattern of change in subjects’ opinions which occurs in the first two 
or tlrree years after relocation.
Up to a year following a move fiom hospital people have relatively positive opinions 
about their circumstances, perhaps because of new physical characterisation of their 
environment, or because they receive a lot of attention from car ers in their new 
placement. Following this ‘honeymoon period’ it could be the case that a relative 
degree of dissatisfaction occurs, for the next year* or so, as tire challenges of a new 
lifestyle are tackled. Finally a period of consolidation could occiu about the third 
year* post discharge onwards. Results fiom the present study could, in some way, go 
towards tliis explanation. However, as Beswick (1992) points out other 
explanations for the results foimd, could be an enlianced acquiescence effect, or a 
cognitive dissonance effect for people who had recently moved. There was a 
consistent difference between the two groups following the move to commimity 
settings for the subject group which was maintained up imtil 24 months. The fact 
that the control group showed an improvement in rated satisfaction at 30 months 
remains unclear*. The instrument may be sensitive to small changes taking place in 
the living enviromnent as well as other external factors.
Despite some of the difficulties encountered in the assessment of health and well­
being, the present study sought to ensur e a subjective evaluation of this facet of 
quality of life fiom the participants themselves (e.g. Borthwick Duffy, 1992; Felce 
and Perry, 1995a).
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This is an area often neglected in the literatui’e although similar* attempts have been 
made by other investigators tlirough the use of unstructured interviews (e.g. Ryan 
and Walker, 1993), structured interviews schedules involving the use of rating scales 
(e.g. Domielly et al, 1994) or* asking staff to rate satisfaction of service users (e.g. 
Stanley and Roy, 1988).
Studies report that a range of factors appear* to influence user satisfaction with 
cunent placement (e.g. Hatton and Emerson, 1996). Positive factors included being 
independent and participating in domestic tasks (e.g. Bootli et al, 1990; Holland and 
Meddis, 1993), privacy and pleasant surroundings (e.g. Donnelly et al, 1994; Wing, 
1989) and being with friends (e.g. Donnelly et al, 1994). While not identified by 
the present study some negative factors relating to user satisfaction have been found 
such as lack of money (Donnelly et al, 1994; Flynn, 1989), being with incompatible 
residents (Dormelly et al, 1994), isolation and harassment by people in local 
commimities (Booth et al, 1990; Flyim, 1989) and poor* food (Wing, 1989).
Despite some of these negative factors associated with living in the community 
people did not wish to return to the hospital setting (Dormelly et al, 1994; Flyrm, 
1989).
If satisfaction is a measure of comparison, one might expect that socially devalued 
people, whose circumstances, status and options to date may malce them particularly 
prone to having low expectations, may be tire most likely to report satisfaction mrder* 
adverse life conditions. Felce and Perry (1995) point out that research on adults 
with moderate or mild learning disabilities living relatively mdependently has 
provided a pictme consistent with this expectation. Studies have shown that people 
remain satisfied about the present and remarkably optimistic about the future despite 
the adverse conditions imder which they live including: poverty, poor* housing, 
tlneats to health, tlneats to safety, victimisation and social isolation (e.g. Close and 
Halpern, 1988; Edgerton, Bollinger* and Kerr, 1984; Flymi, 1989).
Wliile the present study has used the concepts of life satisfaction and morale 
interchangeably, George (1979) points out that such usage blur s important 
conceptual distinctions among these concepts. Life satisfaction has been defined as
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assessment of the overall conditions of existence as derived fiom a comparison of 
one’s aspirations to one’s actual achievements (Campbell, Converse and Rodgers 
1976). Life satisfaction is essentially a cognitive assessment of one’s progress 
towards desired goals. Morale is defined in the dictionary as one’s mental condition 
with respect to courage, discipline, confidence, enthusiasm and willingness to 
endure hardship (Webster, 1968).
The assessment of life satisfaction and morale in the general population is complex 
(e.g. George, 1979). The use of the terms morale and life satisfaction here are 
intended to refer to the person’s own view of their situation. Further work is needed 
on these concepts and how best to address them for people with learning disabilities. 
However, the present study contributes to the overall picture of Health and Well- 
Being despite some of the methodological and conceptual problems.
Quality of Care
As predicted, people who were relocated into the community to small staffed houses 
moved into accommodation that was more materially ‘enriched’, had greater degrees 
of privacy and more resident focused management practices than that provided by 
the hospital. No attempt was made to examine any differences within the different 
types of cormnunity residences, mainly because the numbers in some of the settings 
were quite small. The vast majority of people moved to small staffed houses, while 
a few moved to larger residential imits. Part IV accommodation for the elderly and 
community car*er placements.
The results fiom the measures of living environments and lifestyles showed clear 
and immediate improvement for people leaving hospital to live in the cormnunity 
relative to those who remained. Findings from the analyses examining settings over 
time show some variation for people who moved into the community. Wliile there 
was a significant initial improvement in their quality of environment and lifestyle on 
discharge which was maintained, further increases and decreases occurred at 
different stages of follow up.
Variations within the different community settings may have contributed to this but 
no firm conclusions can be drawn fiom these data. The issue of ceiling effects may
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account for tlie lack of consistent continued progression over time for people living 
in the community. This could be considered the case for the assessment of living 
units where group mean scores in the cormnunity were only a few scores off the 
maximum obtainable.
However results fiom the assessment of lifestyles, while showmg an immediate 
increase on discharge, did not reach anywhere near* the maximum score possible on 
follow-up in tlie community. This begs the question as to what people should expect 
to achieve in these areas. Given tliat the scales were developed on the basis of areas 
considered important to people with learning disabilities and people in the wider 
community, the improvements demonstr ated may still fall short of what people 
aspire to.
These measmes were specifically developed for the present study (described in 
Chapter 5) within the context of a social validity fiamework and addressed the point 
made by Schwartz and Baer (1991) about the need to sample and gather greater 
breadtli of consumer and conmiunity views about what is deemed important. The 
approach adopted here is somewhat novel in the field of learning disabilities but one 
that is increasingly referred to in the quest for an effective approach to quality of life 
assessment (e.g. Felce and Perry, 1995a).
While the measures discriminated effectively between the hospital and community 
settings, the weighting of items regarding their relative value was not witliin the 
scope of tliis study. Rather an overall picture emerged in relation to living 
environments and lifestyles in areas considered important by both people with 
learning disabilities themselves and the wider commmiity.
While different approaches have been taken in other studies regarding tlie 
assessment of living environments and lifestyles, some comparisons with the 
findings fiom the present study can be made.
Most studies typically used rating scales such as PASS 3 (Wolfensberger and Glenn, 
1975), and Enviromnent Checklists (Knapp et al, 1992) to determine the degree of 
‘normalisation’ of the residences (e.g. Connelly et al, 1992; Felce and Perry, 1997),
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the general appear ance, homeliness and cleanliness of the residences (e.g. Raynes 
and Siimpton 1987) and the quality of the internal enviromnent of residences (e.g. 
Felce et al, 1985).
In 10 studies reviewed by Hatton and Emerson (1996), comparing service models, 
nine studies found that hospitals were more institutional and less attractive in 
appear ance than hostels or group homes and had a poorer material enviromnent for 
service users (e.g. Donnelly et al, 1994) with one study finding no difference in 
appearance between hospitals and hostels (Wing, 1989).
Wliile few differences were apparent within hospital settings there was a wide 
variation in the physical environment within commimity settings for both hostels and 
group homes (e.g. Cambridge et al, 1994; Perry and Felce, 1994; Felce and Perry, 
1997; Sirison, 1990).
Further differentiation was evident between types of cormnmiity settings, with 
staffed houses, in some cases, providing the most normalised environments (e.g. 
Beswick, 1992; Connelly et al, 1992). There is also some evidence that more 
homely and less institutional environments were provided for people with greater 
skills and abilities (e.g. Dalgleish, 1983; Felce and Perry, 1997) with a recent study 
of 14 houses in Wales (Felce and Perry, 1997) indicating that smaller residences 
serving more able residents were associated with higher quality of service as 
assessed by PASS 3. Cambridge et al, (1994) foimd some support for the 
suggestion that the quality of physical environment in the community declines over 
time. The present investigation foimd no evidence of tliis in either hospital or 
cormnunity setting over the duration of the study.
The measme of personal presentation did not discriminate between people living in 
hospital and the cormmmity with few problems in tliis ar ea being identified for either 
group. This is consistent with other findings (Beswick, 1992; Donnelly et al, 1994). 
It would seem therefore, that people living in hospital and community settings do 
not ‘deviate’ from so called normal appearance - an important issue in relation to 
community integration.
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Overall, the findings fiom the present study support the evidence fiom other studies 
in that there was an immediate improvement in quality of living environments and 
lifestyles for people relocated to community settings. Some variation within 
community settings may have occuired but this was not par t of the investigation.
Summary
This study examined changes in relation to quality of life for tlrree main groups of 
dependent variables over a 6 year period. Individual participants joined the study at 
different stages, dependent on discharge aiTangements and each was followed up on 
six separate occasions for up to 30 months. The measures used were designed to 
assess the multidimensional nature of quality of life for people with learning 
disabilities incorporating both objective and subjective methods of evaluation. 
Objective evaluation presented less of a challenge with this group although the 
subjective component was considered crncial to any meaningfi.il evaluation of 
people’s lives and living conditions. Some of the difficulties encoimtered in this 
area were discussed although the findings do contribute to the overall picture and 
luiderline the necessity of incorporating and developing appropriate measures such 
as well-being and satisfaction for this client group.
As a group subjects showed obvious improvement with respect to quality of care, 
partial improvement in the area of competence and personal growth and, in the main, 
no change on health and well-being (except on the measm e of morale and life 
satisfaction). A deterioration was found for maladaptive behaviom*. The control 
group showed no change in the area of competence and personal growth or quality 
of care. Limited changes were found for health and well-being with a significant 
decrease in reports of anxiety and depression. However, this may be to do with the 
reliability and validity of these measmes with a leaining disabled group rather than 
evidence of any change per se. These results are consistent witli a number of other 
findings and support tlie view that the enriched environment of ordinary housing was 
insufficient on its own to increase or sustain skill development.
It would seem that measmes are differentially responsive to change following 
relocation to tlie community. Some of comse, may not be sensitive enough for the
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small changes that may talce place and, while some of the results were not 
statistically significant it doesn’t mean that for some people a change was not 
clinically significant or qualitatively better. The range of abilities represented in 
both subject and control groups may mask particular differences between people of 
differing abilities. There is some evidence of a relationship between change or 
improvement m outcome and people’s abilities and behavioural characteristics 
(Beswick, 1992; Landesman Dwyer, 1983; Heimning, 1986; Shal and Hohnes, 
1987) although this was not examined in the present study. However, as the control 
group were matched on a number of variables, including behaviomal characteristics, 
this lends support to the results where significant differences between the groups 
were found.
Another reason for differences between the measmes is one of measmement validity 
- does the measure actually measme what it is supposed to measure? Given that the 
majority of measures are both valid and reliable as they are related to aspired 
outcomes for cormnunity services (cfNDG 1980; O’Brien 1987; Wolfensberger 
1972) and have been utilised in similar studies - it is assmned therefore that the 
measmes, in the main, measmed what they were supposed to rneasme. The 
exceptions to this are probably those measmes concerned with mental health and 
psychological states which were foimd not to be very reliable or valid for this 
population.
Traditionally quality of life is measmed by a quality of life scale study. Many 
measmes relevant to the assessment of quality of life and separate aspects can be 
assessed using different measmes allowing variation of the method of data 
collection. A key research task is now to compare different ways of measuring 
similai* entities so that their relative properties can be established (cf Felce and Peny, 
1995a).
In the same way that broad agreement on the definition of quality of life is required, 
it is also important to establish related measm*ement methodologies which can 
command broad support. Peny and Felce (1996) looked at the extent of agreement 
between different objective measmes and measmement methods of quality of life 
such as material and social well-being or personal development to explore the
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correlation in the rank order of settings which they generate. This type of research 
would establish the extent to which ostensibly similai* measures do measure the same 
thing and precisely how they differ, if they do not.
The need to address the social validity of measmes used to assess quality of life is 
important. It is of interest that the two measmes employed in the present study 
which seemed to discriminate best between hospital and commmiity settings were 
developed in the context of a social validity methodology with reference to a 
learning disabled population and a cross-section of the general population. We can 
therefore conclude, with some confidence, that relocating people fiom hospital to 
commmiity settings does improve some aspects of their lives. The challenge is to 
ensure that all aspirations of service users, their families along with service providers 
are met.
A nmnber of implications arise fiom tlie present study:
1. Firstly and probably the most important, is how best to gain subjective 
views. It is cleai* tliat people with profound leaining disabilities will be 
unable to express their satisfaction with global quality of life concepts. 
Evaluation studies will require to consider how best to access subjective 
views and feelings of people with leai*ning disabilities. The present study 
sought to gain this subjective dimension although with limited success. The 
collation of self-report data was aided by the structmed interview format 
adopted for the present study. Wliile some of the questions required a yes or 
no answer, efforts were made to check out that the individual understood the 
questions and the consequences of the answers. There is some evidence that 
use of a yes/no format results in a presentation order bias towards the last 
response choice (Sigelman et al 1993). Other imaginative ways of assessing 
self-report information needs to be considered in future studies.
2. A longitudinal approach to evaluation of this type is crucial. Individuals in 
the present study were followed for up to a 30 month period in their lives. 
While this represents a reasonable timescale fmther follow up may have 
revealed differential changes over time.
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3. The present study did not pinpoi*t to measure all aspects concerned with 
quality of life. Pai ticular ly important ar eas, such as commimity presence or 
integration, were not investigated. There is a need to examine Anther the 
behaviour' and skills which will enable people with learning disabilities to 
meaningAilly relate to their community.
4. The study design did not allow for an examination of within community 
settings. It is obvious that not all community settings are similar, even those 
based on the same model such as small staffed houses. Differential 
outcomes may well be associated with different management aiTangements 
and style.
5. The identification of specific resident characteristics and how they relate to
outcome seems relevant and important to include in future research.
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CHAPTER 9
THE STUDY METHODOT.OGY - STUDY 3
An evaluation of changes in resident engagement and patterns of 
staff/resident interaction brought about by the relocation of people 
with a learning disability fi'om hospital to community residential 
establishments.
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The Experimental Hypothesis and Research Design
The overall hypothesis of the study was that there would be improvements 
experienced in levels of appropriate engagement and in the rate and quality of 
interactions for people with learning disabilities who left hospital to live in the 
community relative to any (or no) changes experienced by people who remained 
in hospital.
The study was based on the research design described m Chapter 6 which 
allowed for the examination of the effects of relocation for a sample of people 
moving from hospital to live in the cormnunity and for a sample of people with 
similar characteristics remaining in hospital. For both groups, repeated 
measurement over time of the specific variables under investigation provided a 
longitudinal focus to the hypotheses mrder study utilising a repeated measmes 
design across participants (Campbell and Stanley, 1966) and a matched control 
group design. Data were collected on five occasions at six monthly intervals - 
baseline, 6 months, 12 months, 18 months and 24 months.
A number of specific hypotheses were examined for people moving ft orn 
hospital to commmiity settings:
© there would be an increase in appropriate resident behaviour;
© there would be a decrease in neutral and inappropriate behaviom;
© tliere would be an increase in staff initiated interaction towards residents; and 
* there would be an increase in peer interaction amongst residents.
For people remaining in hospital over the dm ation of the study there would be no 
change in the above.
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The study also sought to examine:
® the relationship of staff interaction to resident behaviour;
® the relationship between resident char acteristics, resident behaviour and 
patterns of interactions experienced;
© the relationship between staff - resident ratios and patterns of interaction 
experienced by residents; and 
© the relationship between staff - resident ratios and resident engagement.
No specific experimental predictions were made concerning changes in the 
above but rather the study aimed to extend the body of research available and to 
draw some conclusions as to the natur e of interactions talcing place between care 
staff and residents across different residential settings.
The study was car ried out in the context of the discharge arrangements detailed 
in study 2.
Participants
Identification o f Subjects and Controls
Participants in the study were 41 people with a learning disability resident in 
Lynebanlc Hospital at the beginnmg of the project. These 41 people were a sub 
group of the 100 people described earlier and were selected so that the range of 
resident characteristics, detailed in Study 2, was representative. Of the 41 
participants, 23 people identified for discharge from the hospital were tire 
‘subjects’ with 18 people who were not leaving hospital at the time, selected as 
controls. Individuals joined the study at different times dependent on discharge 
arr angements. It was the intention to have equal numbers in both groups but as 
with study 2, a number of the ‘control’ group were later selected for discharge, 
hence the slightly lar ger number in the subject group at the outset of the study.
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Tables 59 and 60 present the characteristics of the 41 par ticipants. Detailed 
information on individual participants is provided in appendices 24 and 25. 
There were 14 females and 9 males in the subject group and 12 female and 6 
males in the contr ol group. The age range was 22 - 70 years with a mean age of 
35 years for subjects and 38.5 for controls. Information on medical diagnosis 
(ICD-10 WHO 1992) indicated that 65% of subjects and 72% of controls were 
described as moderately or severely retarded. Mean length of hospital stay for 
subjects was 22.6 year's and 22 years for controls.
Adaptive behaviour' was assessed by the Adaptive Behaviour' Scale (Nihira et al, 
1974) with a mean adaptive behaviour score (Part 1) for subjects of 146.6 
(median 157) and for controls of 144.4 (median 146)
Table 59
Subject/Conti'ol Characteristics, Age,
Length of Hospitalisation, Level of Disability
Subjects 
N = 23
Controls 
N =  18
No. % No. %
A ge (years) 8 35 3 17
20-30 11 48 10 56
31-40 1 4 3 17
41-50 2 9 0
51-60 1 4 2 10
60+
M ean and SD 35(11) 38(12)
M edian 33 33
0
Y ears in H ospital
% %
Under 5 0 0 3 17
5-10 0 0 0 0
11-15 0 0 2 10
16-20 10 43 3 17
21-25 7 30 4 22
Over 25 6 27 6 34
M ean and SD 22.6  (5.0) 38.4 (9.0)
M edian 21 21
D iagnosis
Borderline 0 1
Mild 4 3
Moderate 10 4
Severe 6 9
Profound 3 1
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Table 60
Subject/Control Characteristics - 
Summary of Total Scores on the Adaptive Behaviour Scale (ABS) Part One
Subjects Contl'ols
Range 48-220 57-237
Mean and SD 147 (57) 1 4 4 (5 2 )
Median 157 146
As explained earlier, there was some difficulty in matching subjects and controls 
on all the variables. However, it was considered that both groups were 
reasonably similar at the outset to allow for later comparisons to be made.
The Mami Whitney U Test (Siegal, 1956) was administered to test the 
hypothesis that subject and control groups were drawn fiom the same population 
for the identified variables. No significant differences were fomid for age (P = 
0.1294); length of hospital stay (p = 0.7421) and ABS (Part one) total scores 
(P -  0.4150). The hypothesis was therefore supported.
The numbers in the subject and control groups decreased at later data collection 
points as shown in Table 61. At the first and second data collection point 
(baseline and 6 months) there were 23 subjects and 18 controls. At 12 montlrs 
and 18 months the subject group had dropped to 19 and 11 respectively and by 
24 months tliere were 11 subjects and 8 controls. The higher nimiber in the 
control group at 18 months came about because of delays with discharge 
arrangements for a number of the subjects (described in chapter 6). Data 
continued to be collected for the control group. Data were collected up to 42 
months (for eight individuals) but the numbers were considered too small for 
meaningful analysis. The individual char acteristics of subject and control 
groups at each assessment are displayed in Table 62 below.
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Table 61
Number of Subjects and Controls at Each Data Point
Assessment Number Time (in months) Subjects Controls
1 0 (baseline) 23 18
2 6 23 18
3 12 19 18
4 18 11 18
5 24 11 8
Table 62
Subject/Control Characteristics - Mean Scores for Age,
Length of Hospitalisation, ABS (Part 1) at each assessment
Subjects Controls
A ssess­ N os. Mean Mean Length Mean ABS N os. Mean Mean Lengtii Mean
ment A ge o f  Hospital- Total (Part 1) Age o f ABS
Number isation Hospital­ Total
isation (Part 1)
1 23 35 23 147 18 38 22 144
2 23 35 23 147 18 38 22 144
3 19 36 23 150 18 38 22 144
4 19 35 22 150 18 38 22 144
5 11 35 22 150 8 37 20 120
Data aie presented for each group as a whole, with the means calculated from the 
different number in each group at each data point.
The Friedman test was applied to test the null hypothesis that tlie subject group 
was drawn from the same population over assessment 1 to 5 (i.e. the 23 subjects 
at T1 were similar* to tire 11 at T5 on matched char acteristics) and similarly 
calculated for the control group.
Chi squares and significant levels for variables under examination are presented 
in Table 63. There are no significant differences within subject and control 
groups on matched variables.
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Table 63
Chi square and Significance Levels for Subjects and Controls for 
Age, Length of Hospital Stay and ABS (Part 1 Total)
Subjects Controls
Chi Square D.F. Significance Chi Square D.F. Significance
A ge 3.2000 4 0.52 1.8000 4 0.61
Length o f  
Hospital Stay
2.3000 4 0.68 2.4000 4 0.5
A B S (Part 1 
Total)
9.800 4 0.04 2.7000 4 0.44
Consent was sought from each participant and the procedure adopted is 
described in Study 2. One subject withdrew consent at assessment 3 (12 
months) and no fmther data were collected.
Settings
The settings are described fully in study 2. All of the participants were residents 
in Lynebanlc Hospital at the onset of tlie study. The 23 subjects were discharged 
to six different staff group homes across Fife with between 3 and 5 residents 
each.
Procedme
Development o f Observation Schedule
The observation schedule was developed on the premise that both resident and 
staff behavioius are important in the assessment of quality of life for people with 
learning disabilities. It has been recognised now, for some time, that direct 
observational measures of behaviour can malce an important contribution to the 
evaluation of service quality (e.g. Mansell, 1985). There is evidence that the 
sensitivity of interview-based ratings may be inadequate to detect changes in 
aspects of quality of life. Also direct observation of resident behaviour has been
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found to be more reliable than other methods of measuring engagement such as 
diaries of user activities (Joyce et al, 1989).
Direct observation has been used to evaluate large scale deinstitutionalisation 
programmes (e.g. Felce, Kushlick and Mansell, 1980; Landesrnan-Dwyer, 
Sackett and Kleimnan, 1980; Hemming, Lavender and Pill 1981). Specifically, 
direct observation of the extent to which users are actually engaged or 
participating in everyday on-going activities has been the most frequently used 
measur e of outcome in U.K. research over the past 16 years (e.g. Auburn and 
Leach, 1989; Beail, 1988; Bratt and Jolmson, 1988; Emerson et al, 1992,1993; 
Felce et al, 1980,1986; Mansell and Beasley, 1990; Wood, 1989).
These observational studies have recorded the activity of serwice users in a 
number of pre-defrned categories. Engagement is typically defined as either 
appropriate non social activity (e.g. participation in leisure activity; personal 
care, domestic activity) or social interaction between the user and others (e.g. 
Felce et al, 1986).
The use of ‘engagement’ as a measure of service effectiveness has been justified 
by a nirmber of researchers. Wliitalcer (1989) ar gues that at a general level the 
personal satisfaction derived from ‘adaptive engagement’ with the envhonment 
leads to an automatic improvement in quality of life, while Mansell et al (1987), 
and Wolfensberger and Thomas (1983) suggest that there are obvious benefits 
for education and development if opportunities to interact with the environment 
are available.
The most broadly used resident behavioiual categories have tended towards a 
definition of appropriate behaviour*, inappropriate behaviour* and neutral 
behaviour* (e.g. Beswick, 1992; Cullen et al, 1983; Felce et al 1986; 1987 Felce 
and Repp, 1992; Mansell and Beasley, 1993) with some studies focusing on 
specific aspects of appropriate behavioiu such as participation in domestic 
activity, leisme activities, day activities (e.g. Booth, Simons and Booth, 1990;
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Felce and Ferry, 1994; Malin 1983; Raynes and Smnpton, 1987;) and/or 
inappropriate behaviom* such as challenging behaviour (e.g. Emerson et al, 1993; 
Mansell, 1994; Thomas, 1986).
Whatever specific categories of behaviour are employed it is generally assumed 
that the aim is to increase the amoimt of appropriate behaviour* and to decrease 
the amount of neutral and/or* inappropriate behaviour.
In addition to the focus on resident behaviour* a number* of researchers have 
addressed the direct obser*vation of staff behaviour, par*ticularly as it impacts on 
resident behaviour (e.g. Cullen et al, 1983; Felce et al, 1989; Wood, 1989).
A contingency analysis of behaviour* suggests that the behaviour of direct care 
staff will have an important effect on the frequency of different categories of 
resident behaviour, so it becomes important to categories the reactions of staff to 
particular types of resident behaviour* (e.g. Cullen et al, 1983). Several studies 
have addressed the issue of increasing specific war d staff behaviours in order to 
have tliem control certain resident behavioms (e.g. Reid and Wliitrnan, 1983; 
Seys and Ducker, 1986). There is also the view that residents extend control 
over certain staff behaviours (Duker* et al, 1989).
At a more general level it is now well recognised by the professionals that the 
quality of interpersonal interactions of people with learning disabilities form a 
fundamental featine of good quality care (Calculator* 1988) and for* people with 
learning disabilities who live in staffed situations the staff are the pr*imar*y 
mediators of interaction.
The observation schedule developed for the present study aimed to;
0 address key aspects of resident behaviom* as it per*tains to quality of life;
@ examine staff behaviour* as it relates to resident behaviom*;
® provide an exhaustive description of resident behaviom*;
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® examine the extent of resident contact witli others residents;
© allow for meaningful comparisons with other studies (the definition of 
engagement has been used with sufficient consistency across studies to allow 
for comparison of results e.g. Emerson and Hatton, 1994);
® examme the relationship between staff and resident behaviour s;
© allow for a valid and reliable rneasme across different settings; and 
© allow for ease of recording across different settings.
1) Resident Engagement
Three broad categories of resident behaviour were selected based on the work of 
other researchers (e.g. Beail, 1985; Beswick, 1992; Cullen et al 1983; Felce et 
al 1986;) - appropriate (or engaged), neutral and inappropriate behaviour. These 
were defined further as:
Appropriate - behaviour* which is norrnatively valued or* is likely to lead to the 
acquisition of norrnatively - valued repertohes. For* example self care, social, 
leisure or domestic activity.
Inappropiiate - this is behaviour* which is normatively devalued and is seen as 
inappropriate for* an adult living in Britain. Examples ar e aggressive behaviour 
such as physical assault, rrrmecessary shouting; childish behaviour* which is not 
likely to lead to the acquisition of normatively - valued r*eper*toires; stereotyped 
or* self irrjur ious behaviour*; bizarre behaviour such as talking to oneself or 
excessive pacing; any behaviour* resulting in danger to other* people or* 
destructive to the environment.
Neutral - This is behaviour* which does not fit either* of the above categories. A 
main contributor* is likely to be inactivity.
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There was no attempt to sub-categorise behaviour hu’ther as it was felt that the 
use of the 3 main categories would provide the information on client engagement 
required for the present study.
The use of tliese definitions rests on the cultur al context of behaviour* (e.g.
Cullen et al, 1983). Behaviom* can be described in relation to two broad and 
overlapping sets of criteria:
a) clinical educational, or the extent to which it helps the person to acquire more 
satisfying (fiom the standpomt of client and/or* society) behavioms and 
experiences and (b) systemic, or the extent to which it helps the person to 
become accepted within the mainstream of society. Cullen et al(l 983) point out 
that the systemic perspective while subsuming the clinical educational, raises the 
issue of the relationship between society (or* the community) and the client and 
draws on tire work of Wolfensberger (e.g. Wolfensberger* 1972).
The behavioural definitions collectively provided an exliaustive set in that one 
resident behaviour* was registered at all times. They were not, however, 
mutually exclusive; although in general appropriate behavioms ar e incompatible 
with inappropriate behaviom*. If two behaviom s occmred together, the rule 
adopted was to record the most salient i.e. the one which was having most effect 
on the enviromnent. For* example, if a resident was talking to himself in a 
childish way wliile simultaneously pouring a cup of tea, this would be recorded 
as appropriate.
2) Staff Behaviour
This study was concerned with the relative frequency in which care staff reacted 
to resident behaviom* and did not examine all staff behaviour. Of particular* 
interest was the extent to which staff reacted to residents’ behaviom* in ways 
which were positive or negative. Other* studies have looked at staff behaviom* in 
similar* ways (e.g. Cullen et al, 1983) and a number* of studies have employed
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staff behaviour categories to record detailed interactions (e.g. Felce et al, 1986; 
Felce, Lowe and. Blackman, 1995; Hile and Walbran, 1991; Wood, 1989).
There is either an implicit or explicit assumption that certain staff behaviours are 
more beneficial to residents than others and that certain interactions can lead to 
higher levels of resident engagement (e.g. Felce et al, 1995, Mansell, 1995).
For the purpose of the present study staff categories were kept general.
However, in evaluating the qualitative component of the interaction the focus 
was on those staff interactions that allowed for a response from the resident and 
those that did not. This formulation of interaction has been developed fr om the 
mother-infant interaction studies on turn taking, (discussed in chapter 3), which 
have shown that types of interactions which the developmentally young 
experience are important to the development of communication and socialisation 
(e.g. Jones, 1977, 1980).
Ware(1987) extended this concept to a study of children with severe and 
profound learning disabilities and examined interaction with respect to those 
interactions that allowed for dialogue or an appropriate response and those that 
did not. The extent to which an enviromnent is one which adults make 
initiations allowing for dialogue is an indication of its potential for promoting 
the intellectual and social development. In the loiowledge that rates of 
interaction between care staff and people with learning disabilities are often low, 
particularly in hospital settings (e.g. Cullen, 1983; Poole et al, 1979; Wright et 
al, 1974) evaluating the ‘quality’ of these infr equent interactions was considered 
an important facet to the overall assessment of quality of life.
Staff behaviom* was categorised in the following way:
Positive Attention - Any response or initiation to the resident which would 
normatively be called positive. This includes ordinary conversation, overt 
praise, affection and listening and was subdivided into two categories:
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(i) an interaction allowing for a response e.g. open interaction
(ii) an interaction not allowing for a response e.g. closed interaction
Negative attention - Any response to the resident which would normatively be 
called negative. Instruction to desist, censur e, contradiction are included as are 
physical sanctions or removal from the situation.
3) Resident Interaction
The nature of interactions between residents has received less attention in the 
literature. It is assumed that providing more ‘normalised’ services will lead to a 
significant improvement in the quality of experiences for people with learning 
disabilities. One could expect that living in small community residencies would 
enhance the possibilities for a person witli learning disabilities to interact with 
others and develop a broader spectrum of interpersonal interaction and 
relationships.
A general approach was taken to the assessment of resident interactions to 
provide a ‘picture’ of the natur e of interactions between residents in the different 
settings.
The reaction of other residents was recorded in a similar way as for staff.
Negative attention - e.g. physical or verbal abuse directed at resident 
Positive attention - e.g. conversation, interactmg in groups, doing a piece of 
work together.
4) Relationship of Staff Interaction to Resident Behaviour
Wliile it was outwith the scope of the present study to apply a sophisticated 
sequential analysis methodology the categories of behaviour were defined in a
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way to allow the relationship between staff and resident behaviours to be 
examined. Particular' questions of interest were for example:
Wliat categories of resident behaviour* attracted staff attention?
Wlien staff interacted with residents what category of resident behaviom*
followed? I
Ohservational Procedure !
!
Examination of the literature on observational research (e.g. Sackett, 1978) |
demonstr ates the need to take account of a number of factors in selecting 
procedures, including sampling techniques, equipment and observer training.
Sampling
It is recognised that natmalistic observational strategies yield the most relevant 
data (Lytton 1980) and that it is necessary to sample streams of behaviour* even 
though there are enors with the main procedures of inter*val and momentary time 
sampling (Harop and Daniels, 1986; Mansell, 1985).
The question of what sampling procedme would best address the resear ch 
questions being posed had to be considered with the constraint that only one 
observer would be available for* die majority of the time.
Resident and staff behaviom have often been sampled in two ways - dur ation and 
rate. Harrop and Daniels (1986) recommend sampling for dmation to provide a 
more accurate estimate of absolute levels of behaviom*. An investigation may 
only be concerned with how often certain events occur or* in what order they 
occm* and are not much concerned with how long they last. At other times, 
dmation, the mean amoimt of time a particular* kind of event lasts or* the 
proportion of time devoted to a particular kind of event is very much of concern.
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As a result many writers have foimd it convenient to distinguish between 
frequency behaviours on the one hand and behavioural states or dmation 
behavioms on the other hand (Altman, 1974; Sackett, 1978),
Interval and momentary time sampling procedures have been most often 
employed in this type of resear'ch - however these procedures do not allow the 
complete sequence of interaction to be preserved. Metliodological drawbacks 
of interval measures have been well documented (Repp et al, 1976; Sanson- 
Fisher, Poole and Dunn, 1980). Momentary time sampling is often the produce 
of choice - but can lead to over and underestimates of duration of behaviour 
(Mansell, 1985; Repp, Barton and Bruille, 1982).
The most appropriate teclmique for the present study was therefore considered to 
be continuous real time observation of individual residents. By using this 
method a more complete pictme could be obtained of resident behaviom* and the 
sequence of interactions also preserved.
Given the constraints of time and resom ces consideration had to be given to how 
long an observation should be in order to provide a representative sample of 
what is occurring and when the observation should take place. Little 
information is available concerning these actual vai*iables (e.g. Walbran and 
Hile, 1988) and researchers have employed a range of methods, for example, 
observing residents continuously for a nmnber ofhoms at a time ( e.g. Felce et 
al, 1986) or for several shorter periods during the day (e.g. Cullen et al, 1983). 
Walbran and Hile (1988) found that observations of 15 minutes duration yielded 
the same information as observations of 30 mmutes and concluded that five 15 
minute week day obsei*vations of behaviom at various locations provided reliable 
representative information concerning resident and staff interactions.
Observational data for the present study were collected over six 15 minute 
sessions between 8,00 a.m. and 7.00 p.m. for each participant at each data point 
(T1 - T5). This yielded 90 minutes of direct observational data for each
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paiticipant at each assessment phase (baseline, 6 months, 12 months, 18 months 
and 24 months).
Observation sessions were chosen to be representative of the residents’ day and 
the activities taking place.
Table 64 below shows the time (in hours) spent in direct observation of both 
subjects and controls over T1 - T5. A total of 262.5 hours of direct 
observational data were collected.
Table 64
Direct Observation Total Time (in hours) for 
Subjects and Conti'ols T1 - T5
Baseline 6  months 12 months 18 months 24 months
Subjects 34.5 34,5 28.5 28.5 16.5
Controls 27 27 27 27 12
Total for Subjects = 142.5 hours 
Total for Controls = 120 horns
Walbran and Hile, (1988) identified location as a primary determinant of the 
natme of interactions. Prior et al, (1979) foimd that ‘structured’ situations 
provided more verbal interaction between staff members and residents than did 
‘imstructured’ situations. Structured situations were defined as those requiring 
purposive activity, usually imder staff supervision.
Pettipher and Mansell, (1993) found 90% of all staff contact with clients in a day 
centre was task related i.e. took place in a structured setting.
The present study sought to examine the rate and nature of interactions across 
different setting conditions as ‘resident’ and staff behaviour* may well var*y as a 
function of the different conditions.
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The two general setting conditions of ‘structured’ and ‘unstructured’ were 
chosen. In addition, a third condition, mealtimes, was also included. Inclusion 
of mealtime observation was felt to be important as tliere is recognition that 
institutional practices have traditionally been quite dissimilar from the manner in 
which people have their meals in normal homes (e.g. Vanbiervtile, Sprangler and 
Marshall, 1981). It was therefore of interest to examine this particular situation 
across hospital and coimmmity settings. Of the six observational sessions for 
each par ticipant, two were carried out in unstructured settings when residents 
were not engaged in any particular* activity or* task e.g. sitting in the ward or 
group home, spending time in own room. Two were carried out in structured 
settings* (a.m. and p.m.) usually the work therapy in hospital or* training centre 
for* people Irving in the community. The other* sessions took place after* 
breakfast and at meal times. It was felt that this provided a reasonably broad 
picture of a resident’s day and obtained a representative view of the overall 
activities taking place. Individuals were not observed outwith these times or 
when they were engaged in any private activities such as dressing, bathing 
toileting etc. As a result, for a very small percentage of the time, data were not 
recorded (T1-T5 Subjects 3% Controls 4%). Table 65 provides details of the 
observational procedure.
Table 65
Observational Procedure 
For T1 - T5
Location Setting Condition Time Duration
Ward/Group Home Unstructured 8.00 a.m. 15 mills
Ward/Group Home Unstructured a.m. 15 mills
(between 9 a.m. - 12 pm.)
Work Therapy Training structured a.m. 15 mills
Centre (between 10 a.m. - 12 p.m.)
Work/Group Home Mealtime 12.00 pm. -1 .0 0  p.m. 15 mills
Work Therapy/Training Structured p.m. 15 mills
Centre (between 2.00 p.m. - 4 .00 p.m.)
Ward/Group Home Unstructured p.m. 15 mills
(between 5.00 p.m. - 7 .00  p.m.
A  small number o f  the participants did not attend a structured day placement. Observation was therefore carried out
in their residence and coded as unstructured
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Staff : Resident Ratio
For people with learning disabilities moving from hospital to small commimity 
residences it is logical to expect that staffing levels will be higher and associated 
expectations are that increased staffing will lead to an increase in the number of 
interactions between staff and clients. Although this presumption is reasonable, 
it does not always hold, and several studies have shown little effect of increased 
staff across a wide range of settings (e.g. Barton, 1980; Dalgleish and Mathews, 
1981; Repp and Tizard et al, 1972) with some showing a decrease in tlie number 
of staff initiated contacts with clients when staff numbers were increased 
(Mansell et al 1982). Felce et al (1991) foimd improvements in the level of staff 
interaction and client adaptive functioning when the client group decreased in 
size to four or imder.
Staff : Resident ratio was defined as the number of residents to each member of 
staff within the ar ea where the observation was talcing place (e.g. ward, work 
therapy room, day centre room, staffed home). Each time an observation session 
commenced on a par ticipant the number of staff and residents in the ar ea was 
noted. The number of staff and residents in the ar ea was noted again at the end 
of each 15 minute observation session. The procedure did not allow for data to 
be collected each time a staff member or resident moved into or left the area. If 
the numbers of staff and residents varied from the beginning to the end of a 
session an average staff : resident ratio was identified. On average the ratio of 
staff to residents in the hospital setting was 4 : 25 and in tlie community 
residences 2 :4 .
Apparatus
The recording of behavioiu by direct observational methods has advanced with 
the use of data logging devices and micro-cornputers (e.g. Sanson - Fisher et al 
1979, 1980; Repp et al, 1989). A major advantage of such devices is that data 
are recorded in a machine readable form from the start. Also the electronic
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recording devices usually contain an internal clock which means that whenever 
an observer enters a code the time can be stored automatically. Observers are 
also free to devote their fiill attention to whatever or whoever is being observed - 
as they can learn to use the appropriate keys with little need to shift their eyes 
fi'om the recording task, as they do when recording with paper and pencil.
Direct observational recording of behaviour in the area of learning disabilities 
has seen the use of instruments such as the MORE (e.g. Cullen et al, 1983) and 
the Epson Hx - 20 (e.g. Felce et al, 1986, 1987, 1991) of which the latter is a 
portable computer with typewiiter keyboar ds that is specifically programmed.
More recently the ‘PSION Organiser’ a small hand held computer has been used 
(e.g. Beasley et al, 1989; Bowie and Moimtain, 1993; Felce and Perry, 1995). 
The Psion Organiser has a number of benefits. It is small, very portable and non 
obtrusive. It is easily acquired fiom retail outlets at reasonable cost. The 
computer can be programmed so that different keys correspond to behaviour 
categories - with data being stored in real time. The data storage of the Psion 
was equivalent to about 10 hour s of observation.
Wlien tire present study was conducted there were no connnercially available 
programs for the Psion suitable for oiu observational procedure. Since then the 
Psion has been used more widely and appropriate software has been developed 
(e.g. Beasley et al, 1989).
An ‘in house’ programme was developed for the pm'pose of the present 
investigation.
The following information was collected at the beginning of each observational 
session:
® the resident observed (identification code)
® the researcher carrying out the observation
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© tlie setting observation was taking place (e.g. hospital ward; day centre;
staffed group home etc.)
® the setting condition - structured, unstructured or meal time 
© the assessment number (1 = baseline, 2 = 6 months, 3 = 12 months, 4=18  
months, 5 = 24 months)
The Psion was progrannned so that thi'ee keys corresponded to tlie three resident 
behaviour categories; tln*ee keys corresponded to the thiee staff behaviour 
categories and two keys coiTesponded to (other) resident interaction.
Resident behaviom* was an exliaustive set so at least one resident behaviom* was 
registered at all times. Staff behaviom* was recorded only when staff were 
interactmg with the pai*ticulai* resident being observed. Wlien no staff key was 
recorded this indicated no interaction to that resident was taking place. Tliis was 
similar for ‘other’ resident behaviom*.
A nmnber of different programmes were wiitten for: data collection; 
downloading data to the main computer; manipulating the data; analyses of 
sequences of behaviour and for reliability assessments.
The programme allowed the following information to be extiacted:
© the category of behaviom observed;
® the length of time, in seconds that each episode of behaviom* lasted;
@ the total number of occuiTences of each behaviom* in each session and in what 
sequence; and
© the total length of time that each behaviour occmred witliin the session
The observation session began when the observer pressed the first resident 
behaviom* key. As the Psion is programmed in real time date, session length 
and exact time were saved automatically. All the data were automatically stored
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onto data packs which were transfeiTcd to an IBM compatible computer for 
analysis.
While the investigation was primarily concerned with ‘duration’ of the specific 
behavioms the ‘fiequency’ of behavioms was also of interest. In particular the 
study aimed to examine the ‘sequence’ of certain resident and staff behavioms to 
identify the impact of staff behaviom* on resident behaviom* and vice versa.
Assessing Observer Agreement
The observers were the author and research assistants who had honours 
psychology degrees.
The observers were initially trained using video tapes of residents in the hospital 
settings. This allowed the observer to become fluent in the use of the PSION 
and to reach agreement about the category definitions. Prior to any formal data 
collection, observers collected data Hn vivo ’ to become familiar with any 
contextual cues which might not be apparent using video recordings.
For training pmposes observer reliability was assessed i.e. assessing how 
accmate a measme is against a standard protocol (e.g. Jolmston and Bolstad, 
1973). Observers rated clips of video tape and their scoring was compared to a 
predetermined record of behaviom* as assessed by the autlior and a member of 
the psychology depai tment with the aim of reaching at least 80% percentage 
agreement on categories of behaviour.
Observer agreement, however, was applied for the “m vfvzo” observations and 
reliability assessments were conducted by two observers who simultaneously hut 
independently recorded the behaviom* of residents and staff.
The two most popular measmes of inter observer reliability in obsei*vational 
research are percentage agreement and Cohen’s Kappa (Cohen, 1960). Kappa
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has the advantage that it talces account of chance agreements, and some authors 
(e.g. Hai'tmami, 1977) argue that it should always be used in preference to 
percentage agreement. However, Baer, (1977) contends tliat percentage 
agreements between observers represent a useful answer to the crucial question 
in observational research - that is the extent to which two observers watching the 
same subject, see the same behaviours occurring duiing the same time period.
For the purpose of the present study the simpler statistic of calculating 
percentage agreements was employed and calculated for each code by dividing 
the lesser duration observed by the greater and x 100.
A number of issues in applying observer agi eements in observational research 
were considered as outlined by Balceman and Gottman (1986).
Accuracy versus Agreement - as discussed above accuracy was assessed at the 
outset for training purposes by comparing ratings against a standard protocol. 
However, given the nature of the study, tliis was not practical on an on-going 
basis. Agreement between two independent observers was considered 
satisfactory.
As the study involved a number of different observers over several years there 
was a need to ensui e that the data collected did not vaiy as a function of the 
observer. Observer reliability was therefore calculated for each ‘new’ observer.
Not only do we need to ensure that different observers are coding similar events 
in similar ways, we also needed to be sure that an individual observer’s coding is 
consistent over time. Some studies have found a gradual decay in reliability 
fiom the training level (e.g. Taplin and Reid, 1973). This potential problem was 
addressed by taking samples of ‘observer reliability’ tlnoughout the duration of 
the study and using a ‘checker’ (the author) who was not involved in the 
majority of the observation as the second observer for the reliability assessments.
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Reliability assessments were carried out on 15% of all observational sessions 
across the range of settings over the course of the study. Inter-observer 
agreement ratings were therefore available for 39 hour s of direct observational 
data. The percentage agreements for each behavioural category are shown in 
Table 66.
Table 66
Direct Observations - Percentage Agreement
Behaviour Cateeorv %
Appropriate resident behaviour 98.5
Inappropriate resident behaviour 99.0
Neutral behaviour 85.0
Positive staff attention (open) 61.0
Positive staff attention (closed) 92.0
N egative staff attention -
Positive resident and interaction -
Negative resident interaction -
Other than positive staff attention (open) all behavioural categories reached an 
acceptable level of agreement (e.g. Kazdin, 1977).
The lower percentage agreement for positive staff attention (open) reflected the 
fact Üiat staff rarely were rated on this category. No percentage agreements 
were calculated for negative staff attention or positive and negative resident 
interaction because of msufficient data being recorded.
Observer Reactivity
It is recognised that the collection of observational data could be distorted due to 
observer reactivity or bias (Milne and Hodd, 1983). Reactivity refers to the 
influence of the observation procedure on the behaviour* of the subjects, and bias 
refers to the expectancies of the researcher* to record certain patterns of 
behaviour. The fact that the behaviour observed may be altered by the 
measurement process restricts generalisability to other settings, subjects and to 
imobserved periods within the same setting. Dubey et al (1977) warn against
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the implicit assumption that observation does not affect the behaviour of 
subjects.
Walbran and Hile, (1988) found no support for the hypothesis that activities of 
direct care staff members may change as a factor of being observed in a large 
institution setting for people with learning disabilities.
Various suggestions have been made to mmimise reactivity. The range of 
options is more Ihnited for observers in naturalistic resear ch settings. It has 
been suggested that the observer be as unobtrusive as possible (e.g. Haynes and 
Horn, 1982; Kirmeyer, 1985) which means not interacting with the subjects of 
observation and indeed others in the research setting which in turn is made easier 
by avoiding eye contact (e.g. Beasley and Mansell, 1987). Such instructions to 
observers are explicit in most of the observational literature on staff and 
residents in residential settings for people with learning disabilities where the 
observer attempts to interact with the environment as little as possible.
However, there is little mention of the effects of observer reactivity in small 
community settings. Orlowska (1990) examined tlie effects of the presence of 
an observer on staff in two small group homes for people with leaining 
disabilities. Comments received fr om staff indicated that in the home for more 
severely disabled residents the effect of being observed was less appar ent.
While some staff did report changing their behaviour in the presence of an 
observer, more staff members felt that their behavioui* was imaffected by the 
observer. Mansell (1995) recorded negligible levels of social contact h orn 
participants to observers in hospital and small residential units in the connnunity.
For the purpose of the present study observers were instructed to avoid 
interaction with both residents and staff duiing observation sessions. Observers 
familiarised themselves with the settings and often had a number of previous 
visits to the wai'd, staffed house etc. Staff hi both hospital and community 
settings were familiar with the on-going reseaich project and only on occasion 
asked what behaviours were being observed. The observer always introduced
215
themselves to the staff on duty and provided a brief explanation as to the puipose 
of the session. Staff were asked to try and ignore the observer as much as 
possible and carry on as normal. In an attempt to minimise reactivity, the first 
few minutes of an obseiwation session was used as a “warm up” where data was 
not collected but observers took up position and appeared to be involved in data 
collection. After some brief initial interest from residents and staff, generally 
subjects showed no mterest in the observers. It was felt that these measmes 
minimised the effects of observer reactivity.
Other Measures
As the paiticipants m the present study were a sub group of the participants 
described in Study 2 data fi’om the range of measmes employed were available. 
In particular* information from the Adaptive Behaviour Scale (Nihira et al, 1974) 
was considered useful to the analysis of interactions.
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RESTJTTS STUDY 3 
DATA ANALYSTS AND PRESENTATION
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Statistical Analysis
Data Generated
The observational data collected on resident and staff behaviours were analysed 
in tlnee ways.
1. In teiins of the percentage of total time each resident and staff category 
occupied for each setting condition (i.e. structured, imstiaictured and 
neutral) and for each assessment (T1 - T5), a percentage was calculated 
for each participant and these data were used for the statistical analysis 
(described below).
For ease of comparison with other similar studies and for illustrative 
purposes tire percentage calculated for each participant was then averaged 
across all individuals for each of the subject and control groups.
2. A sequential analysis was conducted on the relationship between certain 
staff and resident behaviours for 18 subjects and 18 controls. Data were 
generated for this analysis by identifying the frequency of a particular 
sequence of staff : resident behaviours occurring within a given 
observation session.
3. Additional data on staff : resident ratios and participant characteristics 
were also included and analysed in relation to resident and staff 
behaviour.
Design and Rationale
As with Study 2, the research was organised to allow hypotheses to be tested 
using two main experimental designs - a longitudinal repeated measures design 
using participants as their own controls and a comparative matched subjects 
design.
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The results ai*e reported in the following way:
® Within group analysis for subjects - longitudinal repeated measures design 
examining the effects of relocation.
© Within group analysis for contiols - longitudinal repeated measures design 
examining the effects of remaining in hospital.
® Compai'ative matched subjects design examining any differences between the 
groups.
Independent /  Dependent Variables
The main independent variables under investigation were the ‘in hospitaT and 
‘in community’ conditions. However the examination of resident engagement 
and the natiue of resident : staff interactions led to the inclusion of a niunber of 
additional independent variables/categories to analyse this complex area.
These were:
@ setting conditions - structiued, unstructured and mealtime 
# staff : resident ratios
® resident adaptive and maladaptive behaviour (ABS)
The dependent vaiiables were resident and staff behavioui* as described in 
Chapter 9.
Analysis
As the data generated from the direct observation of resident and staff 
behaviours were not normally distributed - non-paiametric statistical tests were 
selected with SPSS being the package of choice.
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Within Groups
The *Friedman Two Way ANOVA by Ranks (Siegal, 1956) was employed for 
the within group analysis for subjects and controls. Given the differing nimiber 
of subjects and controls over T1 - T5 (see Table 48 ) it was elected to exclude 
cases with missing values and to use as much of the data as possible. This was 
considered preferable to inserting median values for missmg cases.
Follow-up to a significant Friedman was by Post Hoc Analysis (or multiple 
comparisons) (cf Siegal 1956). This was selected as the investigation sought to 
malce no assumptions regarding the comparisons. Post Hoc analysis also 
provides a more stringent acceptance of significance reducing the likelihood of 
Type 1 error.
Between Group
The Mann-Whitney U test (Siegal, 1956) was chosen to examine any differences 
between subjects and controls and in this conttext the groups were treated as 
independent samples. The analysis was carried out for each assessment phase 
overTl -T5.
Spearman Ranlc Order Correlation Coefficiants (Siegal, 1956) were calculated 
between:
® resident and staff behaviours;
® staff : resident ratios and 1) residents chaiacteristics
2) staff contact with residents
3) resident behaviour
© resident and staff behaviours and resident char acteristics
* This is referred to as the Friedman in die text.
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Significance Levels
When a large number of analyses are earned out on a data set there is a danger 
that a number of spurious ‘significant’ relationships will be recorded i.e. that a 
number of false positions will be obtained by chance as discussed for Study 2. 
A significance level of 0.01 was deemed necessary for the classification of a 
result as significant to reduce the likelihood of Type I errors.
Data Presentation
As noted earlier the study involved 262 hours of direct observation so a 
considerable amomit of data were gathered.
For ease of presentation data is presented in surmnary form with mean and 
median scores for both subjects and controls and is graphically represented 
where appropriate.
As the analysis is non parametric the use of means and standard deviations is 
illustrative and assists in compaiison with other studies which have used these 
data. Friedman values ar e presented for each measure by chi-square, degrees 
of freedom and significance levels. Post Hoc analyses are presented as 
significance levels.
Maim-Wliitney Z values and probability values (2 tailed) are presented for each 
measuie at each assessment.
Significance levels (P) are presented as exact (to two decimal points) when 
greater than .05. Otherwise levels are presented as : <.05; <.01; <001 as 
appropriate.
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The results are presented in four parts in relation to resident behaviour, staff 
contact and resident ; resident interaction for:
I Effects of relocation
II Effects of remaining in hospital
III Compaiison between movers (subjects) and stayers (controls)
IV The relationship of staff behaviour to resident behaviour.
The presentation and analysis of the data is followed by a discussion of the 
implications and findings.
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CHAPTER 11
STUDY 3
RESIDENT ENGAGEMENT AND PATTERNS OF STAFF- 
RESIDENT INTERACTION
All evaluation of the effects on resident engagement and 
patterns of staff - resident interaction brought about by the 
relocation of people with a learning disability from hospital 
to community residential establishments,
I. The Effects of Relocation
II. Effects of Remaining in Hospital
III. Comparisons Between Movers (Subjects) and 
Stayers (Control)
IV. Relationship of Staff Behaviour and 
Resident Behaviour
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1 THE EFFECTS OF RELOCATION
Resident Behaviour
The experimental hypothesis was that residents would show higher levels of 
engaged behaviour and lower levels of inappropriate and neutral behaviour as a 
result of moving from hospital to the coimnunity.
1) Appropriate/Engaged Behaviour
Comparison of total mean and median scores for engaged behaviour as displayed 
in Table 67 show some small group changes across T1 - T5. Engagement in 
appropriate behavioin increased fiom a mean of 35.3% (median 32) at baseline 
to a mean of 57% (median 54) at 18 months with a decrease to 46% (median 38) 
at 24 months. There was considerable individual variation between people 
ranging from between 2% and 66% when living in hospital to between 6% and 
90% when living in the community. While the Friedman test did not reveal 
significance (chi-square 9.2182, D.F. 4, P = .06) there was a strong trend towai'ds 
significance.
Setting Conditions
An examination of average levels of engaged behaviour across different setting 
conditions revealed some group changes. In structured settings there were small 
variations in resident engaged behavioui* over T1 - T5. The Friedman reveals no 
significance (chi-square 3.0820, D.F.4, P =.55). Levels of engaged behaviour 
ranged fr om 0 -100% across individuals.
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Table 67
Appropriate Behaviour - Percentage Time 
Medians, Means and Standard Deviations (in parenthesis) 
Subjects T1 - T5
Setting Conditions Baseline 6 months 12 months 18 months 24  months
Structured
Mean 58.0 (29.0) 50.2 (29.4) 50.8 (38.6) 63.1 (21.2) 62.3 (33.0)
Median 62.5 51.5 72 55 76
Range 0-100 0-100 0-100 36-100 13-100
Unstructured
Mean 16 .3 (17 .7 ) 3 7 .3 (2 4 .1 ) 40 .0 (2 1 .6 ) 45.5 (34.4) 3 6 .5 (2 2 .1 )
Median 11 34 41 36 33
Range 0-52 0-98 1-76 2-96 4-73
Mealtimes
Mean 62.6 (26.0) 76.2 (24.1) 82.0 (18.5) 86.0 (20.3) 76.3 (29.7)
Median 68.5 87 84 96 88
Range 7-100 42-100 35-100 47-100 16-100
TOTAL
Mean 35.3 (19.5) 48.6 (21.0) 50.3 (22.2) 57.0 (25.4) 46.1 (20.9)
Median 32 53 59 54 38
Range 2-66 13-89 9-84 18-90 6-80
In imstmctured settings group data point to an increase in the level of appropriate 
engagement between baseline (mean 16.3%, median 11%) and 6 months (mean 
37% median 34%) with a levelling out thereafter.
Although the analysis of individual data as examined by the Friedman did not 
reveal significance (chi square 7.9455, D.F. 4, P = .09) there was evidence of a trend 
towards significance.
The levels of engagement in appropriate behaviour at meal times showed a 
similai' pattern with residents, as a group, showing higher levels of appropriate 
engagement following discharge to the community - with a mean at baseline of 
62.2% (median 68.5%) and at 6 months of 76.2% (median 87%) remaining
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relatively stable up to 24 months. No significance was revealed by the 
Friedman (chi-square 6.5111, D.F. 4, P = .16).
2. Neutral Behaviour
Compaiison of mean and median scores for neutral behaviour, as displayed in 
Table 68, shows some variation across setting conditions and over time.
Overall for subjects the average percentage time spent in neutral behaviom* 
decreased fi.*om baseline (mean 45.1%, median 45%) to its lowest level at 12 
months (mean 29.1%, median 26%).
Friedman shows significance (chi square 15.6727, D.F.4, P < .01). Post Hoc testing 
(see Table 69) reveals that the scores at baseline and at 6 months are 
significantly higher than at 12 months and 18 months (P <05) and that the 
score at 12 months is significantly lower than the score at 24 months 
(P <05). No significance is revealed between baseline and 6 months, baseline 
and 24 months and 6 months and 24 months .
Table 68
Neutral Behaviour - Percentage Tune 
Medians, Means and Standard Deviations (in parenthesis)
Subjects T1 - T5
Setting Conditions Baseline 6 months 12 months 18 months 24  montlis
Structured
Mean 38.1 (28.1) 36.6 (34.0) 28.3 (27.0) 31 .2 (2 0 .5 ) 36.9  (32.4)
Median 33 40 16.5 32 23.5
Range 0-100 0-91 0-82 0-60 0-87
Unstructured
Mean 60.2 (27.7) 43.5 (23.8) 37.3 (19.1) 38.8 (30.5) 4 4 .1 (2 0 .1 )
Median 58 48 38 34 43
Range 11-99 0-90 4-62 0-90 11-80
M ealtimes
Mean 27.3 (23.1) 18 .4 (23 .6 ) 9.2 (10.2) 9 .9 (1 5 .4 ) 10.9 (23.6)
Median 18 8 5.5 0 3
Range 0-93 0-70 0-32 0-47 0-75
TOTAI.
Mean 45.1 (18.3) 37.3 (18.9) 29.1 (12.7) 30 .9 (2 1 .1 ) 38.1(19.3)
Median 45 36 26 28 34
Range 10-80 9-75 7-58 8-56 11-69
226
Table 69
Post Hoc Significance Over T1 - T5 for 
Neutral Behaviour (all conditions) 
Subjects
T2 T3 T4 T5
T1 NS <.05 < 0 5 NS
T2 <05 <05 N S
T3 NS < 0 5
T4 NS
Setting Conditions
All examination of group percentage occurrence of neutral behaviour across 
setting conditions points to some changes.
The average percentage time residents displayed neutral behaviour in structured 
settings remained quite stable over the period of the study for the group as a 
whole with a mean at baseline of 38.1% (median 33%) and of 36.9%
(median 23%) at 24 months The Friedman reveals no significance 
(chi-square 3.7600, D.F. 4, P = .44).
More valuation is appaient in unstmctuied settings. Residents as a group were 
observed as displaying neutral behaviour for 60.2% (median 58%) of the time at 
baseline with an immediate decrease appaient at 6 months to 43.5% (median 
48%) and a further decrease at 12 months (mean 37%; median 38%). The 
Friedman reveals significance (chi-square 11.2909, D.F. 4 ,  P < 05) although not at 
the more stringent .01 significance level. Post Hoc testing shows that the 
percentage time residents engaged in neutral behaviour at baseline was 
significantly higher than at all subsequent assessments (i.e. at 6,12,18 and 24 
months) (P <05).
Levels of neutral behaviom* were low during mealtimes. Wliile there was a 
decrease between the group average at baseline (mean 23.7%; median 18%) and 
subsequent assessments with only 10.9% (median 3%) of time being spent in
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neutral behaviom* at 24 months, the Friedman does not show significance (chi 
square 7.000, D.F. 4, P = .14).
3. Tnappropriate Behaviour
Comparison of group average time across all settings indicates that levels of 
inappropriate behaviom* were low and changed little from baseline to follow up 
in the community (see Table 70). Residents engaged in inappropriate behaviom* 
for 15.4% (median 5%) of the time at baseline dropping to 10.1% (median 4%) 
at 6 months but increasing to 16.9% (median 7%) at 12 months showing another 
decrease to 11.5% (median 3%) at 18 months. Vaiiation between people overall 
ranged between 0 - 82% in hospital and from 0 - 73% in the coimnmiity.
Analysis of individual data as examined by the Friedman test does not show 
significance (chi-square 2.1455, D.F. 4, P = .71).
Table 70
Inappropriate Behaviour - Percentage Time 
Medians, Means and Standard Deviations (in parenthesis)
Subjects T1 - T5
Setting Conditions Baseline 6 montlis 12 months 18 months 24 months
Structured
Mean 3.0 (6.2) 8.1(17.5) 19.6 (28.6) 7.3 (31.2) 0.83 (31.4)
Median 0 0.5 4.5 4 2
Range 0-24 0-72 0-90 0-22 0-4
Unstructured
M ean 18 .3 (26 .3 ) 14.8 (24.8) 19.5 (27.2) 13.3 (25.2) 16.3 (25.0)
M edian 5 6 4 2 2
Range 0-89 0-78 0-86 0-64 0-77
M ealtimes
Mean 14.3 (23.7) 5.3 (8.3) 8.7 (18.0) 3.7 (8.4) 9.0 (14.4)
Median 1 3 1 0 0
Range 0-80 0-37 0-63 0-24 0-39
TOTAL
Mean 15.4 10.1 16.9 11.5 14.4
Median 5 4 7 3 1
Range 0-82 0-66 0-73 0-51 0-91
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Setting Conditions
Wliile tliere aie group variations across setting conditions the Friedman does not 
reveal significance for structui'ed (chi-square 1.8800, D.F. 4, P = .76), unstiuctured 
(chi-square 4.3091, D.F. 4, P = .37) or mealtime (chi-square 4.778, D.F. 4, P = .31).
Some of the mean increases and decreases seem relatively large between 
participants but less variation is apparent when median scores are compared.
Summary of Results
The results from the three measures of resident behaviom* show that while the 
changes ai e generally in the predicted direction for appropriate and inappropriate 
behaviour they do not reach statistical significance. There is a trend towards 
significance for appropriate behaviom* in mistiuctmed settings only.
The percentage of time spent hi appropriate behaviour increased fi om baseline 
with residents spending more of their time engaged in appropriate behaviom* in 
community settings as opposed to the hospital setting. The most noticeable 
increase was found for unstructured settings which could mdicate that 
community settings are more conducive to ‘spontaneous’ engagement in 
appropriate behaviom* than the hospital or that residents are given more to do. 
The percentage time spent in appropriate behaviour for structmed settings shows 
little change with higher levels of appropriate engagement fomid than in 
imstructmed settings for both hospital and community settings. This is not 
smprising given that ‘structm*ed’ settings were those which had activities and 
programmes for the residents. The highest level of appropriate behaviour was 
found during mealtimes and there was a trend for tliis to increase a little 
following the move to the commmiity.
Levels of inappropriate behaviom overall were low and showed little change 
over time. Considerable individual vaiiation accounts for some of group
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increases and decreases from one assessment to the next. Neuti*al behaviour 
decreased significantly for subjects in the community but only in misti’uctured 
settings.
For neutral behaviour the experimental hypothesis was therefore supported but 
rejected for appropriate and inappropriate behaviour. It is apparent fiom the 
data that while the changes for appropriate and inappropriate behaviom* were 
generally in the predicted direction there were both increases and decreases fiom 
one assessment to the next.
Staff Attention
The experimental hypothesis was that residents would receive higher levels of 
interaction from staff as a result of moving fr om hospital to the community.
No specific hypotheses were made regarding the types of interaction residents 
would receive from staff. There were almost no recordings made of staff 
negative attention so this category was excluded from the final analysis.
Staff Positive Attention
Comparison of staff total mean and median scores as displayed in Table 71 
shows an immediate increase between baseline and 6 months . Staff interacted 
with residents in hospital for, on average, 2.7% (median 2%) of tlie time. This 
increased to 9.2% (median 6%) at 6 months and was maintained with some 
fru'ther increases up to 24 months. Staff interaction var ied between individuals 
from 0% -13% in hospital and from 0 - 33% in the commimity.
The Friedman test reveals significance (chi square 24.8909, D.F. 4, P <001).
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Post Hoc testing shows the percentage of time staff spent interacting with 
residents at baseline was significantly lower tlian at all subsequent assessments 
(i.e. 6,12,18 and 24 months, P <.05). Score at 6 months was also significantly 
lower than at 12 months and 24 months (P <05). Table 72 displays 
significance levels for T1 - T5.
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Table 71
Staff Behaviour - Percentage Time
Means, Medians and Standard Deviations (in parenthesis)
Subjects T1 - T5
Staff Behaviour Baseline 6 months 12 months 18 months 24  months
Staff Positive fOpenf
Mean 0.87 (1.2) 6.3 (7.6) 4.2 (3.6) 4.5 (2.8) 5.3 (3.9)
Median 0 3 3 4 5
Range
Staff Positive  
fC losedl
0-4 0-12 0-15 1-9 1-10
Mean 1.8 (2.3) 3.0 (2.7) 7.3 (4.7) 5.6 (5.7) 6.3 (7.3)
Median 1 2 8 4 3
Range 0-5 0-12 0-15 0-17 0-24
Staff Total
Mean 2.7 (2.9) 9.2 (8.7) 11 .5 (6 .4 ) 10.2 (5.7) 11.5 (7.9)
Median 2 6 12 11 9
Range 0-13 1-33 0-25 2-18 1-26
Table 72
Post Hoc Significance Over T1 - T5 for 
Staff Interaction (Total) Subjects
T2 T3 T4 T5
T1
T2
T3
T4
<.05 <.05
<.05
<.05
NS
NS
<.05
< 0 5
N S
N S
Open and Closed Staff Interaction
The percentage of time staff engaged in open and closed interactions increased in 
similar ways between baseline and all other assessments.
Staff interacted with residents in hospital in an open mamier (i.e. allowing for 
dialogue) on average, for less than 1% of the time which increased initially to 
6.3% (median 3%) of the time following the move to the community and was 
maintained near that level up to 24 months.
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The Friedman test shows significance (chi-square 17.8909, D.F. 4, P <.001).
Post Hoc testing shows the percentage of time staff spent interacting in an open 
way with residents at baseline was significantly lower than all subsequent 
assessments (i.e. 6,12,18 and 24 months) (P <.05)
For closed interaction the percentage of time also increased significantly 
between baseline and other assessments (chi-square 18.6909, D.F. 4, P <.001) with 
Post Hoc testing showing the percentage of time staff engaged in closed 
interaction with residents at baseline significantly lower than for all subsequent 
assessments (P <.05). Percentage of closed staff interaction was also 
significantly higher at 12 months than at 6 months and 18 months (P <05). 
Table 73 displays significance levels, T1 - T5, for closed interaction.
Table 73
Post Hoc Significance Over T1 - T5 
Staff Interaction (closed) All Conditions 
Subjects
T2 T3 T4 T5
T1 <.05 <.05 <.05 <.05
T2 <.05 N S NS
T3 <.05 NS
T4 NS
Setting Conditions
An examination of the different setting conditions showed some increases in 
average percentage of time staff interacted with residents across the different 
settings. Table 74 shows mean and median percentage time and standard 
deviations for the different conditions. The Friedman test reveals significance 
for unstructured condition only (chi- square 19.7818, D.F. 4, P <001). There is a 
trend towards significance for mealtimes (chi-square 9.4000, D.F. 4, p =.052). No 
significance is foimd for structured settings (chi-square 6.000, D.F. 4, p =.20)
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Table 74
Staff Behaviour: Structm ed, Unstmctured, Mealtime - Percentage Time 
Means, Medians and Standard Deviations (in parenthesis) 
Subjects T1 - T5
Setting Conditions Baseline 6 months 12 months 18 months 24 months
Structured
s ta ff  Positive fopen') 
Mean 2.3 (3.7) 5.9 (8.5) 3.0 (5.1) 4.8 (3.7) 5.8 (7.4)
Median 0 3 1 4 4.5
Range 0-12 0-31 0-16 0-11 0-19
Staff Positive fCiosedf 
Mean 3.8 (6.4) 3.5 (3.5) 6.6 (3.5) 5.5 (10.0) 6.0 (8.3)
M edian 1 2.5 3.5 I 3.5
Range 0-25 0-13 0-32 0-30 0-22
S ta ff T otal 
Mean 5.8 (7.5) 9.3 (7.5) 9 .6  (6.7 10.3 (11.8) 11.8 (11.4)
Median 3 7.5 6.7 8 9
Range 0-26 0-34 0-47 0-39 0-30
Unstructured  
Staff Positive fOpenf 
Mean 0.65 (1.1) 6.8 (10.0) 5.6 (5.6) 5.2 (4.8) 4.7 (4.5)
Median 0 2 3 4 4
Range 0-4 0-33 0-23 0-14 0-12
Staff Positive fClosed! 
M ean 0.71 (0.92) 2 ^  (2.2) 6.2 (3.9) 5.4 (5.1) 4.6 (5.7)
Median 1 2 6 3 1
Range 0-4 0-6 0-15 0-15 0-17
S ta ff T otal
Mean 1.3 (1.6) 9.0 (0.6) 11 .8 (6 .9 ) 10.5 (7.7) 9.4 (8.6)
M edian 1 5 11 6 10
Range 0-6 0-37 0-27 2-28 0-29
M ealtim es
Staff Positive fOpen!
Mean 0 .7 0 (1 .1 ) 4 .6  (7.6) 3.6 (8.0) 2.4 (2.8) 3.1 (4.8)
Median 0 0.5 1 2 0
Range 0-3 0-26 0-35 0-8 0-14
Staff Positive fClosed! 
Mean 1.9 (3.7) 3.7 (8.0) 9.6 (9.6) 5 .4 (1 1 .0 ) 13.0 (28.8)
Median 1 0 7 1 2
Range 0-17 0-30 0-57 0-37 0-93
S ta ff T otal 
Mean 2.5 (4.1) 8.3 (12.0 13.2 (17 .0 ) 7.7 (3.0) 16.1 (28.1)
M edian 1.5 1 8.5 3.0 10.0
Range 0-18 0-45 0-57 0-39 0-93
Post Hoc testing shows the percentage of time staff spent interacting with 
residents at baseline was significantly lower than all subsequent assessments (i.e. 
6,12,18 and 24 months) (P <05) with 6 months also significantly lower than 12 
months (P <05). Table 75 displays significance levels over T1 - T5 for 
mistructured settings.
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Staff open interaction and closed interaction increased at similar levels from 
baseline to 24 months. Friedman shows significance for staff open interaction 
(chi-square 17.5455, D.F. 4, P <001) and Staff closed interaction (chi-square 17.7636, 
D.F. 4, P <001). Post Hoc testing showing percentage of staff open and closed 
interaction at baseline being significantly lower than all subsequent assessments 
(P <05).
Table 75
Post Hoc Significance - Staff Interaction: Unstiuctured 
Subjects T1 - T5
T2 T3 T4 T5
T1 < 0 5  <.05 < 0 5  <.05
T2 < 0 5  NS < 0 5
T3 NS N S
T4 NS
Summary of Results
The results fr om the analysis of staff behaviour support the experimental 
hypothesis that residents received higher levels of interaction fr om staff as a 
result of moving from hospital to the community.
The data fr om observations of staff behaviour demonstrates a very low level of 
reaction by staff to a resident’s behaviour in hospital, typically this occurs 
around 3% of the time (a range of 0 - 13%). The percentage of time increases to 
ai'oimd 10% for residents moving to commimity settings (range 1 - 33%).
Corresponding increases were found for both open and closed interactions 
between the hospital and community settings. While the percentage of time 
staff spent interacting with residents increased for all three setting conditions in 
tlie community, the significant increase was found for unstructured settings only.
235
Resident : Resident Interaction
The experimental hypothesis of the study was that there would be an increase in 
resident - resident interaction for people moving from hospital to the coimmmity. 
Very few data were generated for this measui e of behaviour' so resident 
behaviour is looked as a total rather than positive and negative interaction.
The average percentage of time residents spent interacting with each other as 
shown in Table 76 was very low tlrroughout the duration of the study. At 
baseline residents spent 1.3% (median 0%) of the time interacting with each 
other showing little change following discharge with a ver*y small mcrease to 
2.2% (median 0%) of the time at 24 months. Over 60% of residents received no 
contact fr om other residents.
Table 76
Resident : Resident Interaction - Percentage Time 
Means, Medians and Standard Deviations (in parenthesis) 
Subjects T1 - T5
Setting Conditions Baseline 6 months 12 months 18 months 24  months
Structured
M ean 1.1 (2.7) 1.0 (3.0) 1.2 (2.8) 0.8 (2.0) 0 .2 6 (0 .4 1 )
M edian 0 0 0 0 0
Range 0-11 0-13 0-11 0-6 0-1
Unstructured
Mean 1.1 (2.2) 1.2 (2.8) 1.7 (3.0) 3.5 (9.5) 4.5 (11.6)
M edian 0 0 0 1 0
Range 0-9 0-13 0-10 0-32 0-39
M ealtimes
Mean 3.0  (7.8) 2.8 (7.9) 2.8 (4.9) 0 .5 4 (1 .2 ) 2.5 (5.1)
Median 0 0 0 0 0
Range 0-32 0-36 0-17 0-4 0-14
TOTAL
Mean 1.3 (2.4) 1.3 (2.7) 2.1 (3.0) 0.90 (1.3) 2 .2  (4.2)
Median 0 0 1 0 0
Range 0-8 0-6 0-9 0-4 0-14
The Friedman test reveals no significance over all conditions (chi-square 5.7455, 
D.F. 4, P = .22). No significance is foimd for structured (chi-square 4.3200, D.F. 4, P
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=.36); mistmctui’ed (chi-square 2.4545, D.F. 4, P = 65) 01' for mealtime (chi-square 
5.6889, D.F. 4, P=.22)
Summary of Results
The results from the analysis of resident-resident interaction do not support the 
experimental hypothesis that there would be an increase in the percentage of 
time residents interacted with each other for people moving from hospital to the 
community.
The very low rates of interaction malce it difficult to draw any conclusion fr om 
the data. However it would appear that when residents did interact with each 
other a slightly higher percentage of time was observed during mealtimes.
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11 THE EFFECTS OF REMAINING IN HOSPITAL.
Resident Behaviom'
The experimental hypothesis of the study was that there would be no change in 
levels of appropriate, inappropriate and neutral behaviour for people remaining 
in hospital,
1) Appropriate/Engaged Behaviour
The total mean percentage time residents as a group displayed engaged 
behaviour changed little over assessments (T1 - T5) (See Table 77). At baseline 
residents spent 36% (median 38%) of their time engaged in appropriate 
behaviom* and this only changed marginally at 24 months with a mean of 37.8% 
(median 34%). The highest level was found at 18 months with residents 
spendmg 49.1% (median 60%) of tlieir time engaged in appropriate behaviom'. 
Individual variations between people ranged from 0% - 96%.
The Friedman test does not reveal significance (chi-square 2.4889, D.F. 4, P = .65).
Setting Conditions
In structured settings residents spent 76.3% (median 75%) of the time at baseline 
and 68.0% (median 76%) at 24 months engaged in appropriate behaviour. An 
increase was observed in unstructured settings with residents spending 13.5% 
(median 10%) at baseline and 21.8% (median 11%) at 24 months of their time 
engaged in appropriate behaviom.
At mealtimes the mean was 54.5% (median 59%) at baseline changing very 
little over subsequent assessments.
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The Friedman test did not reveal significance for unstructured (chi-square 8.8750, 
D.F. 4, P = .06); structured (chi-square 5.3500, D.F. 4, P = .25) or for mealtimes (chi- 
square 1.0800, D.F. 4, P = .90).
Table 77
Appropriate Behaviom' - Percentage Time 
Means, Medians and Standar d Deviations (in parenthesis) 
Controls (XI - T5)
Setting Conditions Baseline 6 months 12 months 18 months 24 months
structured
Mean 76.3 (28.3) 76.8 (22.3) 64.3 (29.4) 66.0 (33.5) 68.0 (29.7)
Median 75 84.5 70 78.5 76
Range 2-100 39-100 6-98 2-96 24-99
Unstructured
Mean 13.5 (17.2) 16.6 (17.8) 22.3 (22.5) 30.9 (25.9) 2 1 .8 (2 4 .8 )
Median 10 17.5 16..5 31.5 11
Range 0-57 0-63 0-42 0-83 0-63
M ealtimes
Mean 54.5 (23.2 52 .9 (2 6 .1 ) 55.0 (30.2) 73.9 (24.8) 60.0 (24.8)
Median 59 56 50 77.5 61
Range 23-81 3-99 2-100 23-100 22-100
TOTAL
Mean 36.0 (24.6) 36.2 (19.5) 38.4 (23.8) 49.1 (26.7) 37.8 (20.7)
Median 38 38 40 60 34
Range 0-82 1-65 3-84 8-96 10-62
2) Neutral Behaviour
Comparison of total average percentage time spent in neutral behaviour, as 
displayed in Table 78 shows a tendency for a slight decrease over T1 - T5. The 
mean percentage time at baseline was 41.1% (median 37.5%) and at 24 months 
27.6% (median 32%). Variations between individuals ranged from 10% - 80% 
The Friedman does not show significance (chi-square 4.000, D.F. 4, P = .41).
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Setting Conditions
The highest level of neutral behaviour was appar ent in unstructur ed settings with 
a mean percentage time at baseline of 59.8% (median 62%) with a tendency to 
decrease over subsequent assessments to 38.2% at 24 months (median 36%). 
Neutral behaviour remained relatively low for structured settings with a mean 
percentage time at baseline of 21.6% (median 14%) and 16.0% (median 8%) at 
24 months. A tendency towards a decrease over T1 - T5 was also evident for 
mealtime with a mean percentage time of 32.9% (median 32%) at baseline 
reducing to 20.4% (median 16%) at 24 months . The Friedman test does not 
show significance for structured (chi-square 4.8500, D.F. 4, P = .30); imstructured 
(chi-square 1.7230, D.F. 4, P =.79); mealtime (chi-squaie 2.200, D.F. 4, P =.70).
Table 78
Neutr al Behaviour - Percentage Time 
Means, Medians and Standard Deviations (in parentheses)
Contr ols T1 - T5
Setting Conditions Baseline 6 montlis 12 months 18 months 24 months
Structured
Mean 2 1 .6 (2 8 .0 ) 1 8 .8 (21 .0 ) 22.7 (26.3) 24.3 (22.4) 16 .0 (21 .3 )
Median 14 10 16 29 8.5
Range 0-98 0-59 0-94 0-63 0-56
Unstructured
Mean 59 .8 (3 1 .4 ) 53.2 (25.1) 48.1 (21.5) 44.3 (26.4) 38.2 (28.2)
Median 62 53.5 49.5 48.5 36
Range 10-100 14-99 14-86 1-92 3-84
M ealtimes
M ean 3 2 .9 (2 0 .1 ) 24.0 (22.6) 25.8 (21.5) 18.1 (20.6) 2 0 .4 (2 1 .8 )
Median 32 16 20 9 16
Range 0-75 0-66 0-75 0-61 0-69
TOTAI,
Mean 41.1 (22.6) 39.6 (17.5) 36.7 (16.8) 32.7 (17.9) 27.6 (17.9)
Median 37.5 34.5 32.5 29.5 32.0
Range 10-80 11-70 13-96 4-69 3-61
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3. Inappropriate Behaviour
The average percentage tmie residents, as a group, engaged in inappropriate 
behaviour is low and changes little between T1 - T5 (see Table 79), with a mean 
score of 21.1% (median 3.5%) at baseline and a mean score of 29.1% (median 
5%) at 24 months. Considerable variation between people was apparent ranging 
from 0% - 87%. The Friedman test does not show significance (chi square 3.2667, 
D.F. 4, P =.51). As with the subjects, comparison of median scores rather than 
mean scores points to low rates of inappropriate behaviour.
Setting Conditions
The lowest level of inappropriate behaviom is evident in strnctmed settings 
(median 0 - 4%) with unstiTictmed settings showing slightly liigher levels 
(median 3 -19%). Little inappropriate behaviom' was observed during 
mealtimes (median 0% - 2%).
The Friedman test does not reveal significance for structured (chi-square 4.6500, 
D.F. 4, P =.33) and imstructmed (chi-squai-e 2.9750, D.F. 4, P =.56). There is a tiend 
towards significance for mealtime condition (chi-square 9.8000, D.F. 4, P = .051).
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Table 79
Inappropriate Behaviour - Percentage Time 
Means, Medians and Standard Deviations (in parenthesis) 
Controls T1 - T5
Setting Conditions Baseline 6 months 12 montlis 18 months 24  months
Structured
Mean 0.64 (1.2) 3.3 (5.2) 10 .9 (21 .5 ) 9.6 (17.4) 14.3 (20.1)
Median 0 0.5 1.5 4 3
Range 0-3 0-16 0-76 0-62 0-44
Unstructured
Mean 24.1(33.0) 26.3 (29.5) 23.0 (29.8) 16.0 (26.9) 30.5 (38.6)
M edian 8 19 3 4.5 6
Range 0-81 0-74 0-88 0-86 0-85
M ealtimes
M ean 12.3 (21.5) 2 1 .5 (3 3 .9 ) 10 .7 (15 .1 ) 8.0 (7.7) 18.1 (24.2)
Median 0 2 1 0.5 2
Range 0-76 0-96 0-70 0-70 0-67
TOTAL
Mean 21.1 (30.9) 21 .7 (2 6 .8 ) 20.8 (25.4) 13 .9 (21 .4 ) 29.1 (35.2)
Median 3.5 13.5 5 3.5 5
Range 0-80 0-87 0-72 0-61 0-78
Summary of Results
Wliile there were some small changes in resident behaviom over the different 
assessment phases these did not reach statistical significance. The experimental 
hypothesis was therefore supported.
Of some interest is the difference between settings in the hospital in relation to 
the percentage time residents engaged in appropriate, inappropriate or neutral 
behavioms.
In imstructmed settings residents engaged in low levels of appropriate behaviom' 
and higher levels of neutral behaviom*. Wliile in structm ed settings the situation 
was reversed and saw residents engaged in high levels of appropriate behaviom' 
and low levels of neutral behaviom. Inappropriate behaviom' also varied 
according to the setting with more inappropriate behaviour occmring in
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unstructured as opposed to structured settings alHiough the rates were very low. 
Mealtimes, which by definition are ‘pmposefiir saw slightly lower levels of 
appropriate behaviour* than structured settings but liigher than unstructur ed 
settings.
It would therefore seem that residents in hospital ar e engaged appropriately more 
often when in a setting which is task focused than when left to their own devices.
Staff Attention
The experimental hypothesis was that there would be no change in the amount of 
staff interaction for residents remaining in hospital.
Staff Positive A ttention
Compar ison of the total group average scores as displayed in Table 80 show 
little variability in the percentage of time staff spent interacting with residents in 
hospital over T1 - T5. The percentage time at baseline was 5.4% (median 2 %) 
decreasing a little to 3.5% (median 1%) by 24 montlis. The Friedman test did 
not reveal significance (chi-square 2.8222, D.F. 4, P =.59). Across all assessment 
phases staff engaged in more ‘closed’ interactions than ‘open’ interactions. At 
baseline and 24 months closed interaction accounted for 4.5% and 2.97% of tlie 
time respectively while open interaction accomited for only 0.9% of the time at 
baseline and 0.7% at 24 months. Individual variations between people ranged 
from 0% - 58%.
There was no significant difference as examined by the Friedman test for open 
interaction (chi-square 4.3333, D.F. 4, P =.36) or for closed interaction (chi-square 
1.2889, D.F.4, P =.86).
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Table 80
Staff Attention - Total Percentage Time
Means, Medians and Standard Deviations (in parenthesis)
Contr ols T1 - T5
S taff Behaviour Baseline 6 months 12 months 18 months 24 months
S taff Positive fOpenf
Mean 0.9 (1.6) 1.0 (1.3) 0.8 (1.6) 1.7 (1.8) 0 .7 ( 1 .1)
Median 0.5 1.0 0 1.0 0
Range 0-6 0-5 0-6 0-7 0-3
Staff Positive
('Closed’)
Mean 4.5 (12.0) 2 .7  (4.1) 1.8 (2.2) 2.7 (3.0) 2 .9  (4.1)
M edian 1 I 1 1.5 2.0
Range 0-52 0-16 0-9 0-12 0-13
StaffTotal
Mean 5.4 (13.2 3.7 (4.2) 2.5 (2.9) 4.4 (3.4) 3.5 (5.1)
Median 2 2 1 3.5 1
Range 0-58 0-16 1-12 0-14 0-16
Setting Conditions
Table 81 displays scores for setting conditions. Structmed settings accounted 
for most staff interaction across XI - T5 with staff spending 9.8% (median 3%) 
of time at baseline and 11.5% (median 2%) of the tmie at 24 months interacting 
with residents. Staff engaged in more closed interaction in this setting than open 
interaction. The lowest rate of staff interaction was found for unstructui ed 
settings with a mean percentage time of 1.5% (median 1%) at baseline and 1.8% 
(median 1%) at 24 months .
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Table 81
Staff Attention: Sti’uctured, Unstractured, Mealtimes - Percentage Time 
Means, Medians and Standard Deviations (in parenthesis) 
Controls T1 - T5
Setting Conditions Baseline 6 months 12 montlis 18 months 24  months
Structured
Staff Positive fOpenl
Mean 2.7(4.1) 1.0 (1.0) 2 .2  (4.8) 2.7 (2.6) 2.3 (3.9)
M edian 1 1 0 3 0.5
Range 0-14 0-3 0-15 0-9 0-10
Staff Positive
fClosedl
Mean 6 .9 (1 5 .5 ) 7.3 (12.6) 2.6 (5.1) 6.2 (7.9) 9 .2 (1 9 .1 )
Median 1 1 1 3.5 1.5
Range 0-52 0-40 0-18 0-29 0-48
S ta ffT o ta l
M ean 9.8 (17.8) 8.3 (13.1) 4.7 (8.3) 9.0 (9.4) 11 .5 (22 .9 )
Median 3 2 2 5 2
Range 0-58 0-41 0-27 0-34 0-58
Unstructured
Staff Positive fOpenl
Mean 0.4 (0.6) 1.1 (2.4) 0.3 (0.6) 1.4 (2.3) 0.3 (0.7)
Median 0 0 0 0.5 0
Range 0-2 0-10 0-2 0-6 0-2
Staff Positive
fCiosed)
M ean 1.2 (1.3) 1.2 (1.3) 1.2 (1.5) 1.3 (1.5) 1.5 (2.1)
Median 1 1 1 1 0
Range 0-4 0-5 0-5 0-5 0-5
S ta ffT o ta l
Mean 1.5 (1.5) 2.3 (3.1) 1.5 (1.5) 2.9 (2.9) 1.8 (2.5)
Median 1 1.5 1 2.5 1.0
Range 0-5 0-13 0-5 0-8 0-7
M ealtim es
Staff Positive ('Open’)
Mean 0.3 (0.5) 0.6 (0.9) 0.8 (1.5) 0.9 (1.1) 0.7 (0.7)
Median 0 0 0 1 1
Range 0-1 0-3 0-5 0-3 0-2
Staff Positive
(Closed')
Mean 2.8 (2.4) 1.2 (1.7) 1.1 (1.4) 2.1 (3.3) 1.5 (2.1)
Median 2 1 1 2.5 2
Range 0-9 0-7 0-5 0-11 0-6
S ta ffT o ta l
Mean 3.1 (2.6) 1.8 (2.0) 1.9 (2.0) 3 .0  (3.5) 2.2 (2.0)
M edian 2 1 1 2.5 2
Range 0-10 0-7 0-7 0-11 0-6
Mealtimes saw very little contact fi-om staff, with mean percentage time at 
baseline 3.1% (median 2%) and at 24 months 2.2% (median 2%) with less than 
1% of interaction during mealtimes being ‘open’.
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Wliile a little variability in average scores is apparent across Tl- T5, Friedman 
does not reveal significance for any of the setting conditions, structured (chi- 
squai'e 3.2000, D.F. 4, P =.52); unstructured (chi-square 4.0750, D.F. 4, P =.40) or 
mealtime (chi-square 1.4000, D.F. 4, P =.84).
Summary of Results
The percentage of time staff spent interacting with residents in the hospital 
setting did not change over the period of time under investigation. The 
experimental hypothesis is therefore suppoiied. Wlien staff mteracted with 
residents in the hospital setting it tended to be in structured settings and the type 
of interaction was more often ‘closed’ i.e. not allowing for a response. Very 
low rates of interaction were observed in luistructured settings and during 
mealtimes.
Resident : Resident Interaction
The experimental hypothesis was that there would be no change in the amount of 
resident-resident interaction for people remaining in hospital.
The percentage of time residents in hospital spent interacting with each other 
was very low across Tl - T5. Total mean percentage time, as displayed in Table 
82 at baselme was 0.7% (range 0-13) and at 24 months 0.6%
The Friedman test did not show significance (chi-square 2.5111, D.F. 4, P = .64) for 
all conditions. No significance was found for structured (chi-square 1.8400, D.F. 4, 
P = 78); imstructuied (chi-squai-e 2.9500, D.F. 4, P =.57) and mealtime (chi-squai-e 
4.2500, D.F. 4, P =.37).
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Table 82
Resident-Resident Interaction - Percentage Time 
Means, Medians and Standard Deviations (In parenthesis) 
Controls Tl - T5
Setting Conditions Baseline 6 months 12 months 18 months 24  months
Structured
M ean 0.2 (0.4) 0.4 (0.9) 0.4 (0.9) 0.5 (1.1) 0.0 (0.0)
M edian 0 0 0 0 0
Range O-I 0-3 0-3 0-4 0
Unstructured
M ean 1.2 (2.1) 2.5 (5.2) 1.2 (2.1) 1.2 (2.6) 1.0 (2.0)
Median 0 0 0 0 0
Range 0-4 0-18 0-7 0-11 0-3
Mealtimes
M ean 0.4 (0.9) 1.1 (2.2) 0.4 (0.8) 0.5 (1.0) 0.1
Median 0 0 0 0 0
Range 0-3 0-8 0-2 0-4 0-4
TOTAL
Mean 0.7 (1.1) 1.7 (3.7) 0.8 (1.4) 0.9 (1.6) 0.6 (0.6)
Median 0 0 0 0 0
Range 0-13 0-15 0-3 0-6 0-3
Summary of Results
Results from the analysis support the experimental hypothesis that the rate of 
resident-resident interaction does not change for people remaining in hospital. 
However, the overall percentage time residents interacted with each other across 
Tl - T5 was less than 1%. Even at mealtimes where some interaction might be 
expected the rate was less than 0.5%. Sti'uctured settings saw similar low levels 
with a slight increase in mistmctured settings. It is difficult to draw any firm 
conclusion fr om the data other than the rates of interaction between residents in 
hospital were almost non-existent.
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111 COMPARISONS BETWEEN MOVERS AND STAYERS
The earlier sections of this chapter examined, separately, the effects of relocation 
and the effects of remaining in hospital on levels of resident engagement and 
rates of interaction between care staff and people with a learning disability up to 
a 24 month follow up. This section examines any differences between the 
movers (subjects) and the stayers (controls) on the variables under investigation. 
Data for subjects and controls are examined at each assessment time and a 
comparison between the two groups made.
Resident Behaviour
1) Appropriate Behaviour
The results of the between group analysis over Tl - T5 for appropriate behaviour' 
ar e shown in Table 83
No differences between the groups with regard to the overall time spent engaged 
(i.e. for all conditions) in appropriate behaviour' were found at any of the 
assessment times. Wliile the mean score for subjects increased a little between 
baseline and subsequent assessments relative to the controls (see Figur e 19) 
statistical analysis reveals no significant differences.
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Table 83
Appropriate Behaviour 
Differences between Subjects and Controls Tl - T5
Setting
Conditions
Baseline
(Tl)
6 months 
(T2)
12 months 
(T3)
18 months 
(T4)
24 months 
(T5)
Structured
58.0 50.2 50.8 63.1 62.3
XC 75.0 84.5 70 78.5 76.0
Z -1.979 -2.559 -.511 -.539 -.321
P .048* .010** .609 .590 .748
Unstructured
Xs 16.3 37.3 40.0 45.5 36.5
XC 13.5 16.6 22.3 30.9 21.8
Z -.730 -3.036 -2.463 -.990 -1.596
P .466 .002** .014* .322 .110
Mealtimes
XS 62.6 76.2 82.0 86.0 76.3
XC 54.5 52.9 55.0 73.9 60.0
Z -1.118 -2.628 -2.409 -1.415 -1.150
P .246 .009** .016* .157 .250
Total Tall conditions!
XS 35.3 48.6 50.3 57.0 46.1
XC 36.0 36.2 38.4 49.1 3T8
Z -.026 -1.776 -1.657 -.697 -1.255
P .976 .076 .097 .486 .209
%s
Xc*
 ^ %
m ea n  sco re  su b jects  
m ean  score  contro ls  
.0 5  s ig n if ica n ce  lev e l  
.01  s ig n if ica n ce  le v e l  
.001  s ig n if ica n c e  le v e l
All Conditions
100 1
Î
60
40 '
B a se
Time In Months
Figure 19 : Mean percentage time for appropriate resident behaviour - all conditions 
Subject and Control groups (T1-T5)
®  s ub ject 
^  con tro ls
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Setting Conditions
Figures 20 to 22 show the total mean percentage time for subject and controls for 
the different conditions. For sti'uctiu'ed settings the control group engaged in 
liigher levels of appropriate behavioui’ over T1-T5 compaied to the subject 
group. However, statistical analysis reveals significant differences only for 
baseline (P<.05) and 6 months (P <01) with no differences appaient at 12, 18 
and 24 months.
Structured
1 0 0  *1s 80
60
40
'S
20
Basel ne
sub ject
controls
Time in Months
Figure 20 : Mean percentage time for appropriate resident behaviour - structured condition 
Subject and Control groups (T1-T5)
Unstructured
100 ftI 80
Ine
®  sub jec t 
^  controls
Time in Months
Figure 21: Mean percentage time for appropriate resident behaviour - unstructured condition 
Subject and Control groups (T1-T5)
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Figure 22: Mean percentage time for appropriate resident behaviour - mealtime condition 
Subject and Contiol groups (T1-T5)
In unstructured settings and during mealtimes subjects spent more time engaged 
in appropriate behaviour' from 6 months compared to the control group with 
significant differences found at 6 months (P <.01) and 12 months (P <.05) only. 
These differences between the groups were not maintained at 18 and 24 months.
Neutral Behaviour
The results of the between group analysis over Tl - T5 for neutral behaviour are 
shown in Table 84.
Over all conditions no significant differences emerge between subjects and 
controls across all assessments. There is a tendency for neutral behaviour to 
decrease over T1-T4 for both groups (see Figure 23) with a slight increase for 
subjects only at 24 months.
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Table 84
Neutral Behaviour 
Differences between Subjects and Controls Tl - T5
Setting
Conditions
Baselme
(Tl)
6 months 
(T2)
12 months 
(T3)
18 months 
(T4)
24 months 
(T5)
Structured
XS 38.1 36.6 28.3 31.2 36.9
XC 21.6 18.8 22.7 24.3 16.0
Z -2.002 -2.165 -.325 -.425 -1.456
P .045* .030* .745 .885 .450
Un sti'uctured
XS 60.2 43.5 37.3 38.8 44.1
XC 59.8 53.2 48.1 44.3 3&2
Z -.041 -1.301 -1.626 -.494 .532
P .967 .193 .104 .621 .595
Mealtimes
XS 27.3 18.4 9.2 9.9 10.9
xc 32.9 24.0 25.8 18.1 20.4
Z -1.685 -1.073 -2.387 -1.248 -1.842
P .092 .283 .017* .212 .065
Total Call conditions!
XS 45.1 37.3 29.1 30.9 38.1
XC 41.1 39.6 36.7 32.7 27.6
Z -.841 -.355 -1.429 -.382 -1.027
P .400 .723 .153 .702 .304
100 «I
Baseline
All Conditions
12 18
Time in Months
Figure 23: Mean percentage time for neutial resident behaviour - all conditions 
Subject and Control groups (T1-T5)
*  subject 
^  controls
24
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Setting Conditions
Figures 24 - 26 show the mean percentage time for neutial behavioui* for the 
tliree setting conditions.
II
Structured
20 .
Baseline 6 months 12 montlis 18 montlis 24 months
—O—  Subject 
—Q —  Control
Time in Months
Figure 24 : Mean percentage time for neutial resident behaviour - structured condition 
Subject and Control groups (T1-T5)
Unstructured
100 t)
3
40
20
® subject 
^  controlsBasâlne
Time in Months
Figure 25: Mean percentage time for neutral resident behaviour - unstructured condition Subject 
and Control groups (T1-T5)
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Figure 26: Mean percentage time for neutral resident behaviour - mealtime condition 
Subject and Contiol groups (T1-T5)
In structured settings subjects were observed engaging in neutral behaviour for a 
higher percentage of time across Tl - T5 than the control group. Significant 
differences were found only at baseline and 6 months (P <.05).
In unstructur ed settings the percentage of time both groups engaged in neutral 
behaviour shows a tendency to decrease over Tl - T5. No significant 
differences between the groups emerged.
Dur ing mealtimes, controls engaged in higher levels of neutral behaviour but a 
significant difference between the groups was found only at 12 months 
(P <05). There was a tendency for neutral behaviour to decrease for both 
groups over time.
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3) Inappropriate Behaviour
The results of the between group analysis over Tl - T5 for inappropriate 
behavioui' are shown in Table 85.
Table 85
Inappropriate Behaviour 
Differences between Subject and Controls Tl T5
Setting
Conditions
Baseline
(Tl)
6 months 
(T2)
12 months 
(T3)
18 months 
(T4)
24 months 
(T5)
Structured
XS 3.0 8.1 19.6 7.3 0.83
XC 0.6 3.3 10.9 9.6 14.3Z -.982 -.231 -.827 -.145 -1.456
P .326 .817 .408 .885 .450
Unstructured
XS 18.3 14.8 19.5 13.5 16.3
XC 24.1 26.3 23.0 16.0 30.5z -.237 -1.231 -.123 -.614 -1.235
p .813 .218 .902 .539 .217
Mealtimes
xs 14.3 5.3 8.7 3.7 9.0
xc 12.3 21.5 10.7 8.0 18.1z -.496 -.237 -.209 -1.246 -1.123
p .624 .813 .834 .213 .262
Total Call conditions'!
XS 15.4 10.1 16.9 11.5 14.4
xc 21.1 21.7 20.8 13.9 29.1
Z -.106 -1.531 .000 -.658 -1.225
P .915 .126 1.000 .511 .220
Inappropriate behaviour changes little for both groups over Tl - T4 with a slight 
increase for the control group at 24 months. Statistical analysis reveals no 
significant differences between groups for all assessments
Figure 27 shows tlie mean percentage time for inappropriate behavioui" for 
subjects and controls over Tl - T5 for all conditions.
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Figure 27: Mean percentage time for inappropriate resident behaviour - all conditions 
Subject and Control groups (T1-T5)
Setting Conditions
Figures 28 to 30 show mean percentage time for inappropriate behaviour for the 
tlrree setting conditions. No significant differences were found. Inappropriate 
behaviour occurred at a low level in structmed settings for both groups although 
some variability was apparent across assessment phases.
Structured
100 «,
80
60
ÎI 40
Time in Months
Figure 28: Mean percentage time for inappropriate resident behaviour - structured condition 
Subject and Control groups (T1-T5)
*  subject 
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\Figure 29: Mean percentage time for inappropriate resident behaviour - unstructured condition 
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Meal Time
100 »I
60
60
40
'6
®  subject 
^  controls
Time in Months
Figure 30: Mean percentage time for inappropriate resident behaviour -mealtime condition 
Subject and Control groups (T1-T5)
Similar rates of inappropriate behaviour were observed in unstructured settings 
for both groups with the control group showing an increase at 24 months.
Relatively low levels of inappropriate behaviour were observed during 
mealtimes for both groups.
Summary of Results
Comparing subject and control groups across Tl - T5 revealed few significant 
differences between the groups. While no differences were found for the overall 
percentage of time both groups were observed engaging in appropriate, neutral 
and inappropriate behaviour, some differences between settings emerged for 
appropriate and neutral behavioui". For the subjects group, following dischaige
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to the community, levels of appropriate behavioui* were higher than the control 
group at 6 months and 12 months for mistmctiu*ed and mealtime settings. These 
differences between the groups were not maintained at the 18 and 24 month 
follow up.
For structured settings a difference between the groups on appropriate behavioui* 
was evident at baseline, but not at the more stringent .01 level of significance. 
This difference continued at 6 months but was not evident thereafter.
In relation to neutral behaviour only one significant difference emerged at T3 for 
the mealtime setting. Agam this was not at the more stringent .01 level of 
significance and could be interpreted as potential rogue result.
In conclusion, while any changes for the subject group relative to the control 
group were generally in the predicted direction - overall there are insufficient 
differences to effectively discriminate between the behaviour of people 
remaining in hospital to the behaviour of those dischaiged to the community.
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Staff Attention
Table 86 displays the results of the between group analyses over Tl - T5 for staff 
attention.
Table 86
Staff Attention - Total, Total Open - Total Closed 
Differences between Subjects and Controls Tl - T5
Staff Behaviour Baseline
(Tl)
6 months 
(T2)
12 months 
(T3)
18 months 
(T4)
24 months 
(T5)
Staff Positive tOpenl
xs 0.87 6.3 4.2 4.5 5.3
XC 0.9 1,0 0.8 1.7 0.7
Z -.043 3.261 -4.025 -3.047 -3.209
P ,965 001*** .000*** .002** .001***
Staff Positive tClosedi
XS 1.8 3.0 7.3 5.6 6.3
XC 4.5 2.7 1.8 2.7 2.9
Z -.676 1.314 -3.606 -1.254 1.458
P .499 .189 000*** .210 .145
StaffTotal
XS 2.7 9.2 11.5 10.2 11.5
XC 5.4 3.7 2.5 4.4 3.5
Z .253 .2.611 -3,962 -2.574 -2.631
P .800 .009** 000*** .010** 009**
Overall all conditions significant differences were found between the groups at 
6, 12, 18 and 24 months (P <01). The percentage of time staff interacted with 
residents in the hospital setting remained low and showed minimal change over­
time while for the subject group there was an immediate increase at 6 months 
which was maintained thereafter. Figure 31 shows the total mean percentage 
time for staff (positive) interaction for both groups.
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Figure 31: Mean percentage for staff attention - all conditions 
Subject and Control groups (T1-T5)
For staff open interaction there was a consistent difference between subject and 
control groups from 6 months, in favour of the subject group (P <.01). There 
was little difference between the groups in relation to staff closed interaction 
with a significant result only at 12 months (P <01).
Setting Conditions
The results of the between group analyses over Tl - T5 for staff attention for the 
thi'ee setting conditions are shown in Table 87
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Table 87
Staff Attention: Structured, Unstructui ed, Mealtimes 
Differences between Subjects and Contiols Tl - T5
Setting
Conditions
Baseline
(Tl)
6 months 
(T2)
12 montlis 
(T3)
18 months 
(T4)
24 months 
(T5)
Structured
Staff Positive fOpen'l
%8 2.3 5.9 3.0 4.8 5.8
XC 2.7 1.0 2.2 2.7 2.3z -.779 -1.758 -1.042 -1.470 .749
p .436 .079 .297 .142 .454
Staff Positive fClosed
XS 3.8 3.5 6.6 5.5 6.0
XC 6.9 7.3 2.6 6.2 9.2
Z .000 -.237 -1.467 -1.201 -.500
P 1.000 .813 .142 .230 .617
StaffTotal
XS 5.8 9.3 9.6 10.3 11.8
XC 9.8 8.3 4.7 9.0 11.5
Z -.699 -.653 -1.055 -.227 -.903
P .485 .541 .292 .820 .366
Unstructured
Staff Positive fOpenl
XS 0.6 6.8 5.6 5.2 4.7
XC 0.4 1.1 0.3 1.4 0.3z -.099 -2.888 -4.947 -2.756 -2.719
p .921 .004** .000*** .006** .007**
Staff Positive Closed
XS 0.71 2.3 6.2 5.4 4.6
XC 1.2 1.2 1.2 1.3 1.5
Z -.961 -1.362 -4.015 -.2407 -1.259
P .337 .173 .000** .016* .208
StaffTotal
XS 1.3 9.0 11.8 10.5 9.4
XC 1.5 2.3 1.5 2.9 1.8
Z -.727 -2.873 -4.520 -3.121 -2.161
P .467 .004** .000** .002** .031*
Mealtimes
Staff Positive fOpen*)
XS 0.7 4.6 3.6 2.4 3.1
XC 0.3 0.6 0.8 0.9 0.7
Z -1,036 -1.573 -1.968 -1.200 -567
P .300 .116 .049* .230 .571
Staff Positive fClosedt
XS 1.9 3.7 9.6 5.4 13.0
XC 2.8 1.2 1.1 2.1 1.5
Z -2.272 -.206 -2.391 -.431 -.029
P .025* .837 .017* .667 .979
StaffTotal
XS 2.5 8.3 13.2 7.7 16.1
XC 3.1 1.8 1.9 3.0 2.2
Z -1.512 -1.082 -2.345 -1.054 -1.042
P .131 .279 .019* .292 .297
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For stiiictiu'ed settings no significant differences were found.
In unsti-uctui-ed settings the percentage time staff interacted with residents was 
significantly liigher for the subject group at 6,12, 18 (P <.01 ) and 24 months 
(P <.05). There was a consistent difference between the groups for open 
interaction from 6 months (P <.01) and more vaiiable differences for closed 
interaction with a significant result foimd at 12 months (P <.01 ) and 18 months 
(P <.05) only.
For mealtimes a significant difference between the groups is foimd only at 12 
months (P <05), for both open and closed interaction and for closed interaction a 
difference was apparent at baseline only (P <05).
Figures 32 to 34 show mean percentage time for staff interaction for the three 
setting conditions.
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Figure 32: Mean percentage tiine for staff attention (total)- structured condition 
Subject and Control groups (T1-T5)
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Figure 33 : Mean percentage time for staff attention (total) - unstructured condition 
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Figure 34 : Mean percentage time for staff attention (total) - mealtime condition 
Subject and Control groups (T1-T5)
Summary of Results
The percentage of time staff spent interacting with residents increased 
significantly for people moving to the community relative to those people 
remaining in hospital. The differences reflected changes in open interaction 
with little change in time spent by staff in closed interaction.
An examination of setting conditions revealed differences between the groups in 
unstructiued settings following discharge to the community for the subject 
group. There were no differences between the groups for structured settings and 
minimal change dming mealtimes.
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The measui'e of staff behavioui' in unstructuied settings effectively discriminated 
between the two groups particulaily in relation to open interaction..
Resident - Resident (Interaction)
Table 88 presents results over Tl - T5 for resident - resident interaction. No 
significant differences were foimd.
Table 88
Resident : Resident Interaction 
Differences between Subjects and Controls Tl - T5
Setting
Conditions
Baseline
(Tl)
6 months 
(T2)
12 months 
(T3)
18 months 
(T4)
24 months 
(T5)
Structured
%s 1.1 1.0 1.2 0.8 0.3
XC 0.2 0.4 0.4 0.5 0.0
Z -.809 -.271 -.985 -.358 -1.000
P .419 .786 .325 .720 .317
Unsti’uctured
XS 1.1 1.2 1.7 3.5 4.5
XC 1.2 2.5 1.2 1.2 1.0
Z -.789 -.118 -.388 -.545 -.041
F .430 .906 .698 .586 .967
Mealtimes
XS 3.0 2.8 2.8 0.5 2.5
xc 0.4 1.1 0.4 0.5 0.1
Z -1.685 -.264 -1.684 -.029 -1.842
P .092 .792 .092 .977 .065
Total tall conditions!
XS 1.3 1.3 2.1 0.9 2.2
XC 0.7 1.7 0.8 0.8 0.6
Z -.458 -.044 -1.668 -.303 .776
P .647 .965 .095 .762 .438
Figure 35 shows the total mean percentage time for resident - resident 
interactions for subject and control groups over Tl - T5.
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Figure 35: Mean percentage time for peer interaction - all conditions 
Subject and Control groups (T1-T5)
The time residents interacted with each other in both hospital and community 
settings was extremely low across all assessment phases and setting conditions 
with no change for those people moving to community settings.
Summarv of Results
The measur e of resident - resident behaviour yielded similar but very low rates 
of peer mteraction for both subject and control groups. This measur e did not 
discriminate between people living in hospital and those people living in 
community settings. No change for both groups was found over the period of 
time under investigation i.e. up to a 24 month follow up. Given the low rates of 
interaction it was difficult to draw any conclusions in relation to the different 
setting conditions.
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IV  RELATIONSHIP BETWEEN STAFF BEHAVIOURS AND RESIDENT 
BEHAVIOURS
No specific hypotheses were put forwar d with regard to the relationship between 
staff behaviour and resident behaviour. It was examined for both people living 
in hospital and for those dischar ged to commmrity residences under two 
conditions, unstructured and mealtimes. Data firom observations of 18 subjects 
and 18 controls were included.
An analysis of behaviour al sequences was conducted for 18 possible pairings of 
resident and staff behavioius. However, because of the relatively low levels of 
staff interaction in some settings staff ‘open’ and staff ‘closed’ interactions were 
combined as a total staff positive category. Staff negative interaction was 
excluded as virtually none was observed tluoughout the course of the study.
As a result 6 parings of resident and staff behavioiu's were analysed for both 
unstructured settings and mealtimes in order to examine the likelihood of tire 
different categories of resident behaviour attracting staff attention and the 
likelihood of the different categories of resident behaviour resulting from staff 
attention.
Two questions were examined in relation to each category of resident 
behaviour:-
1. Wliat was the probability of resident appropriate/inappropriate/neutral 
behaviour attracting staff attention?
2. Wliat was the probability of staff attention being associated with resident 
appropriate/inappropriate/neutial behaviour?
Conelational airalysis was conducted using the Spearman’s Correlation Co­
efficient (Siegal, 1956).
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Resident Appropriate Behavioiu’ and Staff Interaction
1. What was the probability of resident appropriate behavioui' attracting (i.e. 
leading to ) staff attention in unstructured settings or dui'ing mealtimes?
Table 89 shows the correlations between resident appropriate behaviour and staff 
attention for subjects and controls across TI-T5 for unstructmed settings and 
mealtimes.
TABLE 89
Resident Appropriate Behaviour leading to Staff Attention, Unsti'uctured & Mealtimes - 
Coirelation Coefficients and Significance Levels 
Subjects & Controls (T1-T5)
SUBJECTS CONTROLS
Unstructured Mealtimes Unstructured Mealtimes
A ssessm ent N r 2 Tailed r 2 Tailed N r 2 Tailed r 2 Tailed
B aseline 18 0.306 N .S . 0.135 NS 18 0.696 0.01** 0.157 N .S.
6 montlis 18 0.268 N.S. -0.069 N .S . 18 0.789 0.01** 0.485 0.05*
12 months 18 0.142 N .S . -0.441 N .S. 18 0.598 0.02* 0.351 N.S.
18 months 11 0.63 N .S . -0.698 .05(-ve) 18 0.262 N .S. -0.057 N.S.
24  months 11 -0.045 N .S. -0.299 N.S. 9 0.310 N .S. -0.236 N.S.
N .S . N ot Significant
* <.05
* *  <.01
In imstructured settings, for the subject group, no significant relationship was 
found between resident appropriate behavioui' and staff attention.
For the control group results give a mixed picture. A significant relationship 
between resident appropriate behaviour and staff attention is achieved at 
Baselme, 6 montlis and 12 months but not for subsequent assessments.
During mealtimes for subjects, only one assessment (18 months) points to a 
significant negative relationship. For the controls the results at 6 months point 
to a significant relationships between resident appropriate behaviour and staff 
attention, but only at the .05 significance level.
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2. What was the probability of staff attention being associated with resident 
appropriate behaviour?
Table 90 shows the coiTelation coefficients and significance levels for staff 
attention and resident appropriate behaviour for imstructiu'ed settings and 
mealtimes.
In unstructmed settings, for subjects, there was a significant relationship between 
staff attention and resident appropriate behavioui’ at 6 months (P <01) with 
significance at the less stringent level found at 24 months (P <05).
For controls a significant relationsliip was found at 6 months (P <01) and 18 
months (P < 0I) with a tendency towards significance at baseline (P <05).
TABLE 90
Resident Appropriate Behaviour following Staff Attention, Unsti uctured & Mealtimes - 
Correlation Coefficients and Significance Levels 
Subjects and Contiols T1-T5
SUBJECTS
Unstructured Mealtimes
CONTROLS 
Unstiuctured Mealtmies
Assessm ent N r 2  Tailed r 2  Tailed N r 2 Tailed r 2  Tailed
Baseline 18 0.273 N S 0.6777 .01** 18 0.515 05* 0.478 .05*
6 months 18 0.679 .01** 0.860 .01** 18 0.690 .01** 0.108 N .S .
12 months 18 0.417 N .S . 0.913 .01** 18 0.371 N .S . 0.853 .01**
18 months II 0.418 N .S. 0.926 .01** 18 0.830 .01** 0.654 .01**
24  montlis 11 0.738 .05* 0.818 .01** 9 0.667 N .S. 0.913 .01**
N.S. Not significant 
* < .05 level
** < .01 level
For mealtimes, for subjects, there is a strong relationsliip between staff attention 
and resident appropriate behaviour for all assessments (P<01). For controls a 
significant relationship (P <01) is found at 12 months, 18 months and 24 
months with a relationship approaching significance found at baseline (P <05). 
No relationship was found for the control group at 6 months.
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Summary of Results
Results from a sequential analysis of resident appropriate beliavioui* and staff 
attention reveal some mixed findings. Appropriate resident behaviour in 
mistructured settings did not attract staff positive attention for the subject group 
in both the hospital and community settings, whereas for the control group, at 
baseline, 6 months and 12 months there was a tendency for appropriate 
behavioin to attract staff attention.
For both groups, in unstructured settings, there was a tendency for appropriate 
resident behavioui" to follow positive staff attention - although not all the results 
reached significance.
During mealtimes there was a trend towards a negative relationship between 
resident appropriate behavioui' and staff attention for the subject group but no 
significant findings for the control group. For both groups, in both hospital and 
community settings, appropriate resident behaviour was likely to result from 
positive staff attention.
So, while the relationship between resident appropriate behavioui' and staff 
attention appears complex the results support the view that when staff interact 
with residents in a positive way appropriate resident behavioiu results.
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Resident Inappropriate Behaviour and Staff Attention
1. What was the probability of resident inappropriate behaviour attracting 
staff attention in unstmctured settings, and dming mealtimes?
Table 91 shows the correlation coefficients and significance levels for subjects 
and controls across T1-T5 for unstructmed settings and mealtimes.
TABLE 91
Resident Inappropriate Behaviour leading to Staff Attention, Unstructured & Mealtimes - 
Correlation Co-efficients and Significance Levels 
Subjects and Controls T1-T5
SUBJECTS
Unstructured Mealtimes
CONTROLS 
Unstmctured Mealtimes
Assessm ent N r 2 Tailed r 2 Tailed N r 2 Tailed r 2  Tailed
Baseline 18 0.711 .001** 0.560 0.05* 18 0.680 0.01** 0.80 0.01**
6 months 18 0.548 0.05* 0.350 N .S . 18 0.7727 0.01** 0.529 0.05*
12 months 18 0.853 0.01** 0.825 0.01** 18 0.669 0.01** 0.424 N .S.
18 months 11 0.629 N.S. 0 .742 0.05* 18 0.720 0.01** 0.275 N .S .
24 montlis 11 0.784 0.02* 0.770 0.02* 9 0.842 0.01** 0.86 0.01**
N.S. Not significant 
* <.05 level
** <.01 level
For imstructm'ed settings for both subject and control groups a significant 
relationship was found for resident inappropriate behaviour and staff attention 
across T1-T5 with results at 6 months and 18 months for the subject group, only, 
not reaching the .01 significance level. There was a tendency towards 
significance for both subject and controls for the mealtime condition.
2. What was the probability of staff attention being associated with 
inappropriate behavioiu?
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Table 92 shows the correlation coefficients and significance level for staff 
attention and resident inappropriate behavioiu* for imstructmed settings and 
mealtimes.
For subjects and contiols, in unstructured settings and during mealtimes, results 
reveal no significant relationship between staff attention and resident 
inappropriate behaviom* across T1-T5.
Table 92
Resident Inappropriate Behaviour following Staff Attention, Unstructured Settings & Mealtimes 
-Correlation Coefficients and Significance Levels 
Subjects and Controls (T1-T5)
SUBJECTS CONTROLS
Unstructured Mealtimes Unstructured Mealtimes
Assessm ent N 1 2 Tailed r 2 Tailed N r 2 Tailed r 2 Tailed
Baseline 19 0.543 0.05* 0.349 N.S. 18 -0.007 N.S. 0.446 N .S .
6 months 19 0.456 N .S .> 0.401 N .S . 18 0.117 N.S. 0.208 N.S.
12 months 19 0.231 N.S. 0.464 N.S. 18 0.377 N.S. -0.106 N .S.
18 months 11 0.127 N .S . N .S . 18 0.149 N .S . 0.312 N .S .
24  months 11 0.428 N .S. 0.611 N .S . 9 0.530 N .S . 0.322 N .S .
N .S . N ot significant 
* <.05 level
** <.01 level
Summary of Results
Results fi'om a sequential analysis of resident inappropriate behaviour and staff 
attention revealed some mixed findings. Inappropriate resident behaviour 
attracted staff attention in both hospital and community settings, particularly in 
unstiTictured settings.
No relationship was found for resident inappropriate behavioui' resulting from 
staff attention. It would therefore appeal' that when staff attend to resident 
behaviour it is likely that they will attend to inappropriate behaviour.
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Residential Neutral Behaviour and Staff Interaction
1. Wliat was the probability of resident neutial behaviour being attended to 
by staff?
Table 93 shows the correlation coefficients and significance levels for resident 
neutral behaviom and staff attention for subjects and controls.
In imstructm'ed settings, for subjects only, a significant relationship was found at 
6 months (P <.01).
During mealtimes a significant relationship was found for subjects at 18 months 
and 24 months. For controls at 6 and 18 months a tendency towards 
significance (P <.05) was fomid between resident neutral behaviour and staff 
attention.
Table 93
Resident Neuti al Behaviour leading to Staff Attention, Unstructured Settings and Mealthnes 
CoiTelation Coefficients and Significance Levels 
Subjects and Controls (T1-T5)
SUBJECTS
Unstructured Mealthnes
CONTROLS 
Unstructured Mealtimes
Assessm ent N r 2  Tailed r 2 Tailed N r 2 Tailed r 2 Tailed
Baseline 19 0.480 .05* 0.107 N.S. 18 0.012 N.S. 0.425 N .S.
6 months 19 0.627 .01* 0.457 N.S. IS 0.134 N.S. 0.588 .02*
12 months 19 0.295 N .S. 0.379 N .S. 18 0.006 N .S . 0.416 N .S.
18 months 11 0.602 N .S. 0 .924 .01** 18 0.270 N .S . 0.594 .02*
24 months 11 0.623 N .S. 0.983 .01** 9 -0.13 N.S.
N .S . N ot significant 
* significant .05 level 
** significant .01 level
2) Wliat was the probability of staff attention being associated with resident 
neutral behaviom'?
Table 94 shows the correlation coefficients and significance levels for staff 
attention and resident neutral behaviom.
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For misti'uctmed settings, subjects and controls show a tendency for significance 
but for subjects only T5 (24 months) and for controls T3 (12 months) reaches 
significance (P <01).
During mealtimes, for subjects only, a trend towaids significance is found with 
results at T1 (Baseline) reaching significance (P<01).
Table 94
Resident Neuti al Behaviour followmg Staff Attention, Unsti uctured Settings and Mealtimes - 
CoiTelation Coefficients and Significance Levels 
Subjects and Controls (T1-T5)
SUBJECTS CONTROLS
Unstructured Mealtimes Unstructured M ealtimes
Assessm ent N r 2  Tailed r 2  Tailed N r 2 Tailed 1 2 Tailed
Baseline 19 0.273 N .S. 0.629 .01** 18 0.389 N.S. 0.125 N.S.
6 montlis 19 0.519 0.05* 0.478 .05* 18 0.212 N .S . 0 ,350 N.S.
12 months 19 0.509 .05* 0.325 N .S . 18 0.661 .01** 0.418 N.S.
18 months 11 0.019 N.S. 0.712 .05* 18 0.394 N.S. 0.363 N.S.
24  months 11 0.781 .02 0.582 N .S . 9 0.711 .05* 0.443 N.S.
N .S . N ot significant 
* significant .05 level 
** significant .01 level
Summary of Results
No consistent findings emerge from the analysis regarding the relationship 
between resident neutral behaviour and staff attention. The results indicate that 
for subjects, engagement in neutral behaviour was followed by staff attention, 
particulaiiy in the commimity dming mealtimes but only some of the time, but a 
less significant relationship was foimd for luistructui'ed settings. For contiols 
neutral behaviour was followed by staff attention duiing mealtimes but no 
relationship was foimd for imstructm’ed settings. For subjects, neutral behaviom* 
was attended to by staff inconsistently in community settings, whereas, for 
controls, there is little evidence of staff attending to neutral behaviour. Staff
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attention is associated with resident behaviour - to a degree for subjects but less 
so for controls.
RESIDENT CHARACTERISTICS AND STAFFiRESIDENT INTERACTION
Assessments of adaptive and maladaptive behaviour were considered an 
appropriate measuie of resident ability, and to some extent, challenging 
behavioui'.
A correlational analysis was conducted to examine the relationship between 
adaptive and maladaptive behaviour and staffrresident interaction. An overall 
analysis was conducted across T1-T5 but as adaptive and maladaptive behaviour 
may have fluctuated over T1-T5 the results aie presented in Table 95 for each 
assessment for both subject and control groups.
TABLE 95
Staff Attention (Total) and Adaptive/Maladaptive Behaviour 
Correlation Coefficients and Significance Levels (in parentheses)
Subjects and Controls (T1-T5)
SUBJECTS CONTROLS
ASSESSM ENT ABS ABS ABS ABS
(PART 1) (PART 2) (PART 1 ) (PART 2)
Baseline -.4264 .0181 -.0616 .1350
(.042) (.935) (.808) (5 9 3 )
6 months -.5474 .0975 .2140 -.3843
(.007)** (.658) (3 9 4 ) (.115)
12 months -.6605 .1021 -.2562 .1752
(.002)** (.678) (.305) (.487)
18 montlis -.3866 .0556 -.3183 .3141
(.240) (.871) (1 9 8 ) (.204)
24 months -.4920 .1276 .1435 -.0127
(.124) (.709) (.713) (.974)
ALL ASSESSM ENTS -.3641 -.0047 -.0236 -.0194
(.000)** (N.S.)
* -.05 
* *  -.01
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For subjects, overall, there was a significant inverse relationship between staff : 
resident interaction and resident ability (r=-364l, P < .0 l) but not for the control 
group (r = - 0236). Examining the results from the different assessment phases, 
for the subject group only two assessments showed significance at 6 months 
(r= -0.5474, P<01) and 12 months (r=-.6605, P<.01). The relationship was a 
negative one implying that staffrresident interaction was negatively conelated 
with adaptive behaviom. There was no relationship between resident 
maladaptive behaviom* and staff interaction for subjects (r -.0047) or controls (r 
-.0194).
STAFF:RESIDENT RATIOS AND PATTERNS OF INTERACTIONS
A Spearman’s correlation analysis was employed to examine the relationsliip 
between staff:resident ratios and pattern of interactions between staff and 
residents. No attempt was made to examine staff behaviom* in relation to 
specific resident groupings (e.g. compaiing one unit or waid with another) but 
rather the data generated on the ratio of staff to residents at each observational 
session, the percentage of time staff interacted with residents for each assessment 
and for all conditions (i.e. unstructured, structmed and mealtime) was used for 
the analysis.
Table 96 shows the results for staff open, staff closed and staff total interaction 
over T1-T5. Very few significant results were fomid. For subjects tliere was a 
tendency towards a negative relationship between staffresident ratio and staff 
interaction at baseline (r = .-5038, P <05) and at 6 months (r = -.4652,
P <.05), and for controls a tendency towards a positive relationship at 18 months 
(i* -  .5534, P<05).
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Table 96
Staff:Resident Ratio and Staff Attention 
Correlation Coefficients and Significance Levels (in parentheses) 
Subjects and Controls (T1-T5)
SUBJECTS CONTROLS
ASSESSM ENT STAFF STAFF STAFF STAFF STAFF STAFF
OPEN CLOSED TOTAL OPEN CLOSED TOTAL
Baseline -.4453 -.2884 -.5083 -.0371 -.3673 -.2996
(0.56) (.231) (.026)* (.891) (.162) (.260)
6 months -.5612 -.0593 -.4652 .1665 .1351 .1802
(.007)** (.793) (.029)* (.509) (.593) (.474)
12 months -.0314 -.2826 -.2145 .1658 -.0391 .1473
(.901) (.256) (.393) (.525) (.882) (.573)
18 montlis -.5566 -.4289 -.3040 .5534 -.1524 .1814
(.075) (.188) (.262) (.017)** (.546) (.471)
24 months -.3319 -.5021 -.2899 -.1559 V6261 -.6910
(.383) (.168) (.449) (.712) (.097) (.058)
* - .05 
* * . .01
If anything, for subjects, the tendency was for staffrresident ratios to be 
negatively correlated with staff interaction in community settings. Having more 
staff present did not lead to liigher rates of interaction with residents, and if 
anything, had the opposite effect.
276
STAFF: RESIDENT RATIOS AND RESIDENT ENGAGEMENT
Table 97 shows results from analysis between resident engagement in 
appropriate and inappropriate behaviour and staffrresident ratios.
No consistent relationship was found between staff:resident ratio and resident 
engagement in appropriate or inappropriate behavioui* for both subjects and 
controls. For subjects only at 12 months (r-.6784, P<.01) was appropriate 
resident behavioui* significantly correlated witli staffiresident ratios.
For the contiol group 12 months and 18 months (r=-.5897, P<.01) a negative 
correlation between inappropriate behaviour and staffiresident ratio 
(r= - 0.6365, P<.01) was apparent.
Residents engaged in less inappropriate behaviour when more staff were present.
Table 97
Staff:Resident Ratio and Resident Engagement in Appropriate and Inappropriate Behaviour 
Correlation Coefficients (Spearman) and Significance Levels (in parentheses)
Subjects and Contiols T1-T5
SUBJECTS CONTROLS
ASSESSM ENT SUBJECTS SUBJECTS SUBJECTS SUBJECTS
APPROPRIATE INAPPROPRIATE APPROPRIATE INAPPROPRIATE
BEHAVIOUR BEHAVIOUR BEHAVIOUR BEHAVIOUR
Baseline .4664 -.2547 .1941 -.4218
(.044) (.293) (.471) (.104)
6 months ,2261 .0561 .4349 -.2518
(.312) (.804) (.071) (.313)
12 months .6784 -.4708 .3961 -.6365
(.002)** (.049) (.116) (.006)**
18 montlis .3973 -.3372 .5021 -.5897
(.311) (.034) (.010)**
24 months .5210 -.7046 .3832 -.3810
(.150) (.034)* (.349) (.352)
* - .05
* * -  .01
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RESIDENT ENGAGEMENT AND ADAPATIVE BEHAVIOUR
A consistent significant correlation was found between engagement in 
appropriate behaviom* and adaptive behaviour fimctioning for subjects 
(r = .7018; P<.001) and for controls (r -  .6778; P<.001). The more able a person was 
the more time was spent engaged in appropriate behaviour in both hospital and 
conimmiity settings.
SUMMARY OF FINDINGS
A very considerable amount of data were collected and generated in the 
evaluation of resident engagement and patterns of staffiresident interactions in 
both hospital and community settings.
The analysis concentrated on a number of key ai*eas and the main results are 
summarised briefly below. These along with some methodological issues are 
examined further in the discussion.
For people who left hospital:
® there was an increase in appropriate engagement in coimnunity settings in 
unstructm*ed settings only;
® there was little change in the time spent in inappropriate behaviom*;
© there was a decrease in the time spent in neutral behaviour in unstructured 
settings only;
® staff spent more time interacting witli people in commimity settings but only 
in mistructured settings;
® both closed and open staff mteraction increased in the coimnimity and 
® there was very little peer interaction between residents.
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For people who remained in hospital:
® there was no change in the time spent engaging in appropriate behaviom*;
© there was no change in time spent in neutral behaviom;
© there was little change in time spent in inappropriate behaviom;
© there was no change in the percentage of time staff spent interacting with 
residents;
© there was very little staff open interaction over time; and 
® there was no change in the amomit of peer interaction which remained very 
low.
Comparison of movers (subjects) with stayers (controls) showed that:
© there were some initial differences between tlie groups at baseline and 6 
months in relation to appropriate behaviom* (structmed condition only) and 
neutral behaviom* (structmed condition only) which were not maintained over 
time;
® movers showed a tendency for an increase in time spent engaging in
appropriate behaviom relative to the stayers in unstructured settings but this 
was only at 6 and 12 months;
© no differences were fomid between the groups for inappropriate behaviom 
and minimal differences for neutral behaviom;
© movers received significantly more staff attention (open) in imstructm'ed 
settings from 6 months inwards with little differences fomid between the 
groups in other settmgs and for closed interaction; and 
© no differences were fomid between the groups in relation to peer interaction.
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Other findings showed that:
® appropriate resident behaviour was, in the main, not reacted to by staff, 
particularly in community settings. However, when staff interacted with 
residents, appropriate behaviom was likely to follow, at least some of the 
time, in both hospital and commmiity settings;
© inappropriate resident behaviom, in both hospital and community settings was 
very likely to be reacted to by staff attention whereas staff attention to 
residents was raiely followed by resident inappropriate behaviom;
® neutral resident behaviom* was more likely to be reacted to by staff in the 
community in unstiuctured settings and by staff in hospital dming mealtimes. 
Staff attention was associated with resident neutral behaviom*;
# a negative coiTelation was found between resident adaptive behaviour and 
staff interaction for people living in the commmiity;
© no relationship was fomid between maladaptive behaviom and staff 
interaction in either setting;
© having more staff available resulted in lower rates of staff interaction but also 
lower rates of resident inappropriate behaviom*; and
© tliere was no cleai* relationship between resident behaviom* and staff 
attention.
280
Discussion
Methodological Issues
The present study involved 41 individuals with leaniing disabilities who were 
followed up for up to two years of their lives. The data presented provide a 
description of resident and staff behavioui s within hospital and community 
settings over a five yeai* period. The degree and direction of change found on the 
outcome measures differed both within and across settings. Some experimental 
hypotheses were supported, some were rejected. The data show the complex 
natme of the social ecologies of residential facilities for people with learning 
disabilities.
In considering tlie results, their significance to the quality of life of people with 
learning disabilities and how they compaie with other studies, a few 
methodological issues are relevant to comment on.
1) The way in which behaviom is categorised has an important effect on the 
general view of the service when that service is described in terms of the 
relative frequencies or dmation of particular behavioural categories. The 
choice of behaviomal definitions for the study were related to the cultmal 
context of behaviom*. Services can encourage behaviom that would 
clearly be deemed inappropriate for a cultmally valued person of the 
same age. In defining the behaviour categories it was talcen that 
residents should behave in ways that would be deemed appropriate for 
cultm ally valued people and that services he judged in terms of the extent 
to which they facilitate this. Good services will tend to provide positive 
social consequences for appropriate behavioms and negative or no social 
consequence for inappropriate behaviom*. The general broad categories 
of resident and staff behavioms employed in the present study allow for 
comparisons to be made with other research findings although some 
caution must be exercised in comparing results employing different
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recording methods. Also the use of broad categories, as in the present 
study, may miss the more subtle valuations in types of behaviour.
2) The sampling procedme adopted makes certain assiunptions about the 
representativeness and generalisability of the observed behaviours.
Wliile sampling procedures vary from one study to another the rationale 
for the present study was considered appropriate for the research 
questions and variables under investigation. It is possible that data 
collected in a different way could yield different results. However, there 
aie reasonable similarities with other study methodologies to allow some 
compai'isons to be made.
3) The data were collected using a Psion Organiser which proved discrete 
and easy to use in real life settings as well as being an accurate and 
reliable method of recording behaviom. At the outset of the present 
investigation there was no appropriate programme available and specific 
programmes were developed in-house. Nevertheless, the progranune did 
not allow for several behavioms to be recorded simultaneously so the 
extent of the analysis was somewhat limited. However, the laige amount 
of data collected provided sufficient information to allow certain 
conclusions to be made with some confidence.
An analysis of a casual relationship between staff and resident behavioms 
was attempted although a more sophisticated sequential analysis was 
outwith the scope of the study.
4) Information relating to staff : resident ratios, while collected in absolute 
numbers, was recorded and analysed as a ratio. It is possible that 
situations with equal ratios (e.g. 2 staff : 10 clients; 1 staff : 5 clients) 
may not be associated with the same behaviomal pattern from staff and 
residents.
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5) Reliability assessments of interobserver agreements ivere acceptable 
although somewhat vaiiable. Efforts were made to ensure that ‘new 
obseiwers’ were trained. However, as all the observation sessions were 
''in-vivo^ some undetected drift may have occuiTed.
6) Finally, the study design had to accommodate natural occunences such 
as unequal numbers of subjects and controls at the outset; a very small 
percentage of ‘lost’ data due to observations not taking place in certain 
circumstances and the attrition of both subjects and contr ols over the life 
of the study.
Within tlie context of these methodological issues the results ft om the 
observations of resident and staff behaviours and relationship between the two 
ar e discussed below.
Resident Behaviour*
Overall, resident behaviour changed little over time within or* between hospital 
and community settings. The expected increase in levels of engaged behaviom* 
were not realised for people who left hospital to live in the community. A 
tendency towards increased levels of engagement was found for subjects in 
imstructured settings, following the move to the community, but not for* the 
‘controls’ who remained in hospital. The initial gains for subjects relative to the 
controls were not maintained beyond 12 months. Levels of inappropriate 
behaviom* remained the same and did not change for either group. Time spent 
engaging in neutral behaviour did point to some change in that subjects showed a 
small decline in this behaviom* over* time. However, in compar ison to the 
contr ol group subjects engaged in higher* levels of neutral behaviour at baseline 
and 6 months and the decrease over* time was consistent with the performance of 
the control group. No differences between the groups were fomrd fr om 12 
months onwards.
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These findings, at first glance, are at odds with a number of other studies. In 
their review of research carried out in the U.K. Emerson and Hatton (1994) 
found that increased resident engagement in activity generally followed moves to 
less restrictive settings (e.g. Mansell and Beasley, 1993; Rawlings, 1985). 
However a few studies comparing hospital and commimity residences reported 
no significant changes (Bratt and Jolmson, 1988; Felce, 1985; Felce et al, 1986; 
Felce et al, 1995).
An examination across the different setting conditions points to quite 
considerable variations witliin hospital and community settings. The results 
relating to levels of engaged behaviom* in unstr uctmed settings (i.e. ward, 
residential unit) are comparable with those foimd in studies of direct observation 
of residents’ behaviom* in residential settings (e.g. Cullen et al, 1983; Mansell, 
1995; Thomas et al 1986). Appropriate engagement increases for people who 
leave hospital to live in the community relative to those who remain in hospital. 
However, residents in the community still spend only about one third of their 
time in unstructmed settings engaged in appropriate behaviom*, but even less in 
hospital settings (on average about 15% of the time). Most of the time residents 
engage in neutral behaviom* in botli hospital and coimnunity settings with 
inappropriate behaviour occmring for a small percentage of the time.
There is evidence from other studies, which find support from the present study, 
tliat while some gains in client engagement are mamtained, there is some fall off 
over time (e.g. Saxby et al 1988)
In structmed settings, such as a training centie or work therapy unit, subjects and 
controls were foimd to be engaged in appropriate behaviour on average for about 
70% of the time. Mealthnes also saw higher levels of engaged behaviour for both 
groups. Few studies have looked at these settings specifically although 
Pettipher and Mansell (1993) foimd levels of engaged behaviom* ranged, on
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average, between 22% and 66% for people attending a day centre, dependent on 
client ability.
It would seem that the type of setting condition has some bearing on how 
residents spend their time. In settings which were ‘activity’ focused higher 
levels of engaged behaviours were observed for both people in hospital and 
community settings.
The variations in resident behaviom* across and between settings in the present 
study was considerable with, at one end, some people spending as little as 2% of 
their time in hospital and 6% in the community engaged in appropriate behaviour 
while others spending near 100% of their time engaged.
There are a number of possible reasons for this.
There is some evidence that there is a relationship between level of ability and 
engagement. The present study foimd a significant relationship between 
resident ability as measur ed by adaptive behaviom and the level of engagement 
in appropriate behaviom*. Tliis finding is consistent *with that of other studies 
(e.g. Crisp and Stmmey, 1984; Felce and PerTy 1995a; Pettipher and Mansell, 
1993). Residents with liigher abilities engaged in liigher levels of appropriate 
behaviom. It has been pointed out that clients who do not possess cer*tain ‘entry 
behavioms’ (i.e. the ability to sit quiet, fine motor sldlls, attention span) are 
considerably disadvantaged (Crisp and Stmmey, 1984).
Although engagement may be easier* for people with more abilities it is not 
solely dependent on ability level. In the present study higher levels of engaged 
behaviom were foimd in different setting conditions for the same group of 
people.
Felce and Perry (1994) reported up to 82% of the variation in engagement data 
across individuals may be accoimted for* by two factors, competence of service
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users and amount of assistance received by staff. Emerson et al (1993) indicated 
that 52% of the variation within individuals over time in their level of 
engagement may be accounted for by the rate of assistance received by staff. 
Higher engagement levels are reported where staff ar e organised to provide 
skilled assistance and encouragement (e.g. Emerson et al, 1993; Felce et al 1995; 
Felce, de Kock and Repp, 1986; Mansell and Beasley, 1990;). Another factor 
wliich appear s to promote user engagement is users being in very small groups 
(Felce and Repp, 1992) which occms more frequently in group homes than in 
hospitals. Tlris factor may contribute to the higher levels of engagement in 
appropriate behaviour foimd for people who left hospital, in unstructured settings 
where residents would likely be in groups of between 2 and 4. The way staff 
organise activities in such settings may well influence resident engagement.
The differential results foimd across structur ed and imstructured setting 
conditions in the present study can be explained, at least in part, by organisation 
of the settings and the roles staff play. The principle cause of low engagement 
is that people are not given things to do.
Staff Attention
The findings of increased levels of staff contact for people in the community 
compared to hospital are in keeping with other studies (e.g. Emerson and Hatton, 
1994; Felce and Perry, 1995; Felce, Lowe and Blackman, 1995; Mansell, 1995; 
Thomas et al, 1986). Staff contact witli residents in hospital happened 
infrequently, about 3% of the time increasing to an average of about 10% when 
people moved to the commimity. Over a 16 hour* day residents in hospitals, on 
average, received 20 minutes of contact from staff whereas over a similar period 
of time people in staffed homes received, on average, 66 minutes of contact.
The lowest rates of staff contact in the hospital were found in unstructured 
settings, structmed settings accomiting for most of the contact. In community
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settings staff contact increased but the only significant increase was foimd in 
imstructured settings.
Overall total contact received by individuals in hospital ranged from 1-13%  and 
in the coimnimity residences from 1-33%. In examining the quality of 
interactions a significant increase in open interaction was observed in 
unstructmed settings for people living in the community but this still accoimted 
for, on average, only 4% of the total staff contact with residents. For the 
majority of time staff attention to residents was categorised as closed interaction 
that is, not allowing for a response or dialogue. So while total staff interaction 
with residents increased m community settings more than 50% of the 
interactions were of a closed type, that is not allowing for dialogue or response.
Subjects received significantly more staff‘open’ interaction relative to the 
controls once they moved to community settings but in unstructured settings 
only. No differences were found between the groups in relation to staff ‘closed’ 
interaction.
The definition of staff interaction in this way was considered useful with respect 
to identifying those interactions that facilitate communication and social 
development. However, other studies (e.g. Felce and Perry, 1995; Hughes and 
Mansell, 1990; Mansell, 1995) have defined staff interaction fuither by 
specifying a number of sub categories measuring different aspects of the 
interaction. In paificulai* of interest to the present study ai*e those interactions 
defined as ‘assisting’ which, while not directly comparable to the definition of 
open interaction used here, can be compaied in a more general way.
Felce and Peny (1995) found that while the levels of staff attention to residents 
in cormnmiity housing was considerably higher than was typical in the 
institutions, little of it comprised direct assistance to paiticipate in activities and 
the majority of staff contact was classified as neutral.
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As with resident behaviom* a number of factors contribute to the var iable staff 
contact within and between hospital and community settings.
Char acteristics of service users (such as personal appear*ance and challenging 
behaviom*) have been fomid to influence the quality and quantity of staff contact 
(e.g. Carr, Taylor and Robinson, 1991; Dailey et al, 1974; Emerson et al, 1992; 
Grant and Moores, 1977), although there is little evidence that positive changes 
in resident behaviour act to increase or maintain staff contact (Woods and 
Cullen, 1983). However Dulcer et al (1989) foimd that certain resident 
behavioms such as looking behaviom* increased interaction from staff in a 
hospital setting. While studies have generally found that staff contact in hospitals 
is relatively independent of service user behaviom* (e.g. Beail, 1985; Felce et a l ,
1987) staff behaviom* in community based services has been found to be more 
contingent on service user* behaviour*. Mansell (1995) fomid a slight but not 
significant con*elation with total adaptive behaviom* and staff contact while 
Pettipher* and Mansell (1993) fomid clients with higher abilities received 
significantly less contact fr om staff than those who were less able in a day centre 
setting.
The present study foimd an overall significant negative relationship between 
adaptive behaviom* and staff contact for subjects only after* dischar ge to the 
commimity. No relationsliip was foimd between maladaptive behaviour* and 
staff contact for* either* subjects or controls. These findings do not therefore 
support the view that it is more rewarding for staff to interact with residents who 
closely approximate normality than with residents who strongly deviate in this 
respect.
Although individual resident characteristics ar e likely to be important, variability 
in the arnoimt of contact between individuals over* time and across settings 
requires other* factors to be explored.
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Only a tenuous relationship exists between the availability of resour ces (e.g. staff 
: user ratio) and the extent and natiu e of staff user interaction (e.g. Dalgleish and 
Matthews, 1981; Felce et al, 1991; Felce and Repp, 1992; Seys and Dulcer,
1988).
Landesman (1988) has suggested that “the overwhelming belief which attributes 
the lack of sufficient social interaction with residents to staff shortages should be 
called tlie myth of understaffrng” (P 108- 109).
Staff : resident interactions have been found to occur more while staff work on 
their own with residents (Felce et al, 1991; Orlowska, McGill and Mansell, 
1991;). The present study found no consistent relationship between staff 
attention and staff : resident ratio. In community settings tliere was a tendency 
for staff : resident ratios to be negatively correlated with staff interaction. This 
supports the view that staff spend more time engaged in organisational duties 
and less time providing stimulation to residents when tliere aie greater rather 
than lower average levels of staff on duty (Dulcer et al, 1991). Felce et al (1991) 
suggest that there may be an overriding staff perception of the social ecology of 
the setting which is dominated by the size of the group and which may mean that 
staff do not distinguish programming opportunities when staff are more plentiful.
While not specifically examined by the present study it has been shown that 
increasing resources tlmough staff training per se fr equently fails to influence 
staff performance (e.g. Emerson and Hatton, 1994). Anderson (1987) in a 
review of this issue, concluded that staff training on its own almost inevitably 
does not lead to permanent changes in either staff or client behaviour.
It has been found however that specific organisational proceduies designed to 
improve service quality, such as room management, do act to increase staff 
contact with service users (Crisp and Stmmey, 1988; Mansell et al, 1982).
Cleai' direction and definition of roles for staff can improve performance 
(Cataldo and Risley, 1972; Mansell et al, 1982). Feedback to staff has been
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found to have mixed effects (e.g. Bakazar, Hopkins and Suarez, 1986). Self 
Management techniques such as self recording have been used with some 
success in monitoring staff behaviour (Davis et al, 1987) and promoting higher 
rates of interaction (Baldwin and Hattersley, 1984).
Resident : Resident Interaction
The results confirmed findings from other studies that interactions between 
residents across and within settings aie almost non-existent (Felce and Repp, 
1992; Mansell, 1995; Peny and Felce, 1994). There was considerable 
individual vaiiation between people in both hospital and in community settings. 
However over 70% of people, on average, in hospital and 60% of people in 
community settings received xm interaction from other residents. Interactions 
when they did occur were very brief and even for people living in the community 
there was very little peer interaction during mealtimes, often considered a social 
occasion. Few studies have addressed this issue and little data is available.
The deai'th of interactions between residents even in more homely settings is an 
issue of concern. Markova et al (1992) recognised the need for greater emphasis 
on helping people with learning disabilities to acquire appropriate social and 
commimication skills. Many people with learning disabilities have had few 
opportimities for positive social relationships and as a consequence lack 
competence.
Wliile the present study did not examine social contacts as such, a pre-requisite 
for developing and maintaining social relationships is the opportunity to interact. 
Wolfensberger (1983) states that “the most explicit and highest goal of 
normalisation must be the creation, support and defence of valued social roles for 
people who are at risk of social devaluation”. One of the most important ways 
in which roles may be obtained (or retained) is thiough the development of 
friendships (Kings Fund, 1992). Research findings on the number and type of 
friendships and relationships of people with leaining disabilities are not
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heartening (e.g. de Kock et al, 1985; McConkey, McCormack and Naughton, 
1983;).
It would seem from the finding of the present study that living in small groups in 
homely enviromnents does not ensure that relationships with others will be 
established and for the vast majority of individuals no meaningful interaction 
with peers talces place.
Relationship Between Staff and Resident Behaviour
While the var iation within and between service models is of considerable 
practical significance relatively few studies have explored possible determinants 
of staff contact with serwice users.
Within the limitations of the present study it was felt important to map possible 
relationships between staff and resident behaviour s in an attempt to assess casual 
or frinctional relationships between resident behaviour and fr equency of resident 
directed behaviour* by staff.
Two main areas were under* examination. Firstly, the probability of different 
resident behaviour s being attended to by staff and, secondly, the probability of 
staff attention being associated with different resident behavioms.
The results demonstrated that, in the main, the probability of resident appropriate 
behaviom* being attended to by staff was low, particularly in commmiity settings. 
However, for inappropriate behaviom* there was a significant relationship with 
staff attention across and within both settings. Wliile it may seem that staff are 
indiscriminate in their* attention to resident behaviom* these findings point to the 
likelihood of inappropriate behaviour being attended to by staff rather than 
appropriate or neutral behaviours.
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The consequence of staff attention for the encouragement or discour agement of 
inappropriate behaviom are imclear. The view that good services will provide 
social consequence for appropriate behavioms and negative or no social 
consequence for inappropriate or neutral behaviour was not borne out here. 
However the findings suggest that appropriate resident behaviom* is a likely 
consequence of staff attention. Other studies examining similar* issues show 
some mixed findings.
Felce, Lowe and Blackman (1995) foimd that challenging behaviom* (which is 
not necessarily the same as inappropriate behaviour) received the least share of 
staff attention in both hospital and commimity settings and that more attention 
was, on average directed towards residents in both hospital and community 
settings when they were disengaged (i.e. neutral behaviour) than when engaged. 
The only category of resident behaviom* with a moderately high probability of 
attr acting staff attention was social engagement, a behaviom* which did not occur* 
a lot. There was generally a lack of a consistent relationship in both hospital 
and commimity settings in the manner in wliich staff attended to resident 
behaviom*. Felce and Repp (1992) found that 57% of staff attention in houses 
and 33% in hospital was for appropriate behaviour but overall there would 
appeal* to be a general absence of discrimination by staff as to the timing and 
content of their* interactions with residents.
Other effects have been identified, such as increasmg staff interaction will result 
in decreases in resident inappropriate behaviour (Baldwin and Hattersley, 1984). 
Findings fiom the present study fomid no significant relationship between staff 
interaction and resident inappropriate behaviom*. However a ‘circular*’ 
relationship may exist. When staff interacted witli residents they were more 
likely to attend to resident inappropriate behaviom than other behaviom*. As a 
consequence of an interaction residents were likely to show appropriate 
behaviom.
292
Of pai'ticulai* interest is the effect staff attention has on resident behaviom.
There is some evidence that increases in staff interaction results in decreases in 
resident inappropriate behaviom* (Bladwin and Hatersley, 1994). Results from 
studies show that resident engagement in appropriate behaviom* is most likely to 
result from staff attention. This is in keeping with studies which have shown 
that increased staff interaction results in higher levels of engaged behavioms, 
particularly when the interaction is ‘assisting’ in natme (e.g. Felce and Perry, 
1995; Felce and Repp, 1992, Mansell, 1995). It is of interest to note that, in the 
present study, the increase in resident engagement found for subjects 
corresponds with an increase in staff attention in imstructmed settings.
Summary
Despite the somewhat complex and differing findings of studies some 
conclusions can be drawn fiom the literature and outcomes of the present study:
(i) Patterns of activity can be used as indicators of an important dimension 
of normalisation, namely rhytlim of life (Niije, 1980). In this way the 
provision of adequate opportunities for engagement can be viewed as an 
indicator of how service providers view their clients (e.g. Pettipher and 
Mansell, 1993).
The degree to which a person spends his/her time engaged in social, 
personal, household leisure or other activities typical of daily living (as 
opposed to having nothing to do, being passive, or engaging in aimless 
challenging behaviom) is a significant facet of quality of life (Bellamy et 
al, 1990; Felce, 1986; Hewson, 1991) O’Brien (1987) has defined five 
accomplishments as essential goals for human services: - community 
presence, community pai*ticipation, competence, choice and rights, 
dignity and respect - which are consistent with the theme of 
normalisation (Wolfensherger and Glenn, 1975). In the definition of 
each one, he emphasises the importance of participation in valued
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activity - accomplishments gained as a result of one’s paiticipation in 
every day life; it is a consequence of repeated engagement in activity. It 
is apparent from the findings of the present study, and others, that for 
many people witli learning disabilities meaningful engagement is not a 
reality for a lot of their time, even in comimuiity settings.
(ii) The extent of assistance received fr om staff is probably the key to 
pailicipation in activity for people who lack independent abilities. 
Mansell et al (1987) argued that providing direct assistance to enable and 
facilitate client participation in every day tasks is one of the most 
important features of good practice in residential settings for people with 
learning disabilities. Despite this, staff do not appear* to interact with 
residents in ways that encourage and reinforce appropriate behaviour and 
engagement in valued activities.
(iii) Limited interaction reduces opportmiities to model appropriate forms of 
relating to others. Positive interactions should lead to, or at least be 
associated with, a higher quality of life for people with learning 
disabilities by an increase in their competencies. It is apparent that for 
many people with learning disabilities meaningful interaction with others 
is almost non-existent.
(iv) The relationship between outcome and the natm e of the service as 
represented by the size of the setting, building design, location, staff and other 
factors is mediated by the internal organisation, working methods and 
procedures wliich shape what staff do. It is clear* that moving people from one 
setting to another, increasing staff numbers per se, or* providing training for* staff 
are, on their own, not sufficient to bring about any real change to the quality of 
life for* people with learning disabilities. Fruther research exploring the 
relationship between staff and resident behaviom s should contribute to the 
understanding of these dynamics and how to maximise the opportunities 
afforded people with learning disabilities.
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CHAPTER 12 
CONCLUSION
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The three studies reported irr this thesis have provided a valuable contribution to the 
field of resear ch as to how to provide services for people wiüi learning disabilities 
which will lead to high quality lifestyles. It is clear that quality of life for people 
with learning disabilities comprises of the same factors (in the mam) as quality of 
life for people without disabilities. It is also apparent that people with learning 
disabilities can be meaningfully involved in assessing their quality of life and 
aspirations. However there ar e concerns about the validity of assessing quality of 
life from a subjective standpoint with people with learning disabilities. This is 
due, in the main, to the methodological and conceptual problems inherent in this 
ar*ea(Hattonl998). More debate about quality of life as a concept and of practice is 
required.
The outcomes from die studies support the general view that large institutions are 
difficult environments in which to arrange good services and there are no good 
reasons for people remaining there. People who are discharged from hospital to 
comrnmiity settings ar e not worse off altiiough initial gains in some aspects of 
functioning tend to level off after a few months rather than continue to improve.
The community settings studied have shown further evidence tiiat the adoption of 
an ordinary housing model of service has resulted in quality of life improvements 
when data on quality of lifestyles and living units, personal satisfaction and staff 
resident interactions ar e compared to those typically fomid in the institutional 
service. However, the level of what is being achieved, although better, may still be 
considered to leave much to desire. For example, residents were not occupied in 
constructive behaviour for at least two thirds of their day and showed little 
evidence of developing skills and repertoires to enable them to have a valued role 
within their cormnunrty and meaningful presence. While people were physically 
integrated by the very nature of living in the community, there is no evidence that 
social integration, development of relationships and social networks (cf Storey, 
1993) were a reality. The returns form the greater opportunities on staff availability 
in the community remain to be realised. These data support assertions by many 
professionals in the field that physical integration does not generally translate to 
social integration (cf Lynch, Kellow and Willsonl 998) Pedlar (1986) has pointed
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out that in both Sweden and the United States “social integration appear s to be far 
more elusive than physical and functional integration” (p.281).
This presents a challenge to the normalisation philosophy and its impact on the 
social integration of people with learning disabilities.
The findings from the present investigation supports other resear*ch which has 
emphasised that the pursuit of quality in ordinary houses entails more than just the 
provision of ordinary envnomnents. The social address model of service provision 
which considers where a person lives to be of particular importance, is not adequate 
on its own, Wliile moving fr om a large institution to a smaller community 
residence may be a necessary condition for an improved quality of life, it is rarely a 
sufficient one.
Although many definitions of quality of life have been proposed, most focus on 
social integration as a critical component (Hughes, 1995). If distal effects of 
community placement (mcreased socialisation and community integration) are to 
be realised we must provide support and programming in the area for consirmers.
The subjects in this study were moving into community-based services with a 
commitment to the normalisation ideal but no systematic programme of 
sophistication or comprehensive therapeutic services. This is probably a common 
scenario in most services. It is not surprising, therefore, that significant 
improvements in the ar eas of skills, competencies and levels of engagement were 
not foimd. However, a tendency towards improvements were found in a number of 
areas giving some cause for believing that clients could acquire new and socially 
valued repertoires. To capitalise on this, it would be necessary, though, to take 
seriously all the ramifications of a commitment to the normalisation philosophies 
(cf Knoll & Ford, 1987). Included in this should be the hope for clients tliat valued 
behaviours will be taught.
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However, Cullen (1991) cautions that there must be continuing discussion of the 
distinction between valuing roles and valuing people. It may be that, for some 
people, it should be accepted that it may not be feasible to establish many new 
repertoires. However service providers, in consultation with people with learning 
disabilities and/or their advocates should take seriously the importance of 
establishing sldlls and repertoires as a specific aim of the service rather than hoping 
that such changes will happen as a result of relocation.
In addressing the claims that the goals of the service ar e not to increase behavioural 
competence, they are to provide ‘normal’ living in ‘ordinary’ environments (cf 
Dever, 1990), the challenge, surely, is one that meets the aspirations of the five 
service accomplisliments as identified by O’Brien, (1987). To date, results from 
studies (this included) appear to demonstrate that services have fallen short of these 
aims and that there is still some way to go before we can say with confidence that 
community based services are meeting all the needs of people with learning 
disabilities.
In the early 1900’s the original aim o f ‘institutionalisation’ was to provide training 
and education along with opportmiities for constructive activities for people with 
learning disabilities. The reality fell short of the original ideals.
Now approacliing the 21st century ‘deinstitutionalisation’ is also in danger of not 
realismg its ideals and aims for people with learning disabilities.
Then it was accepted, now there is no excuse.
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Appendix 1
Social Vailidty Questionnaire “Community Sample
Appendix 1
UNIVERSITY OF ST. ANDREWS
We would like you to take part in a study which is examining some aspects of services 
for people with a mental handicap. You can help by answering a few questions - it 
should take less than 15 minutes of your time.
The first two sections are concerned with the importance to you of a number of 
aspects of everyday life.
The final section asks about your opinion of some aspects of services for mentally 
handicapped people.
Would you also be kind enough to complete the following questions:
1. Sex M or F (circle one)
2. Age Under 20 (circle one) 
21-30 
31-40 
41-50 
above 50
3. How much contact would you say you have with mentally handicapped
people?
Virtually none (circle one)
A little 
Quite a lot
Part One
Please circle which number best describes each item in terms of its importance to you.
Not Slightly Moderately Very Extremely
Important Important Important Important Important
1 2 3 4 5
Access to Facilities
1. How important is it that local shops are within easy 1 2 3 4 5
access?
2. How important is it that public transport is within easy
access? 1 2  3 4 5
3. How important is it that recreational/social facilities 1 2 3 4 5
are within easy access?
How important is it that you should not have to use the 
following in a large group:
4. Local shops? 1 2 3 4 5
5. Public Transport 1 2 3 4 5
6. Recreational/Social Facilities? 1 2 3 4 5
7. How important is it to live permanently with less than 1 2 3 4 5
five others?
8. How important is it for people to address each other 1 2 3 4 5
informally, e.g. by Cliristian name?
9. How important is it to go on holiday with small rather 1 2 3 4 5
than large groups?
10. How important is it that rooms are cleaned regularly? 1 2 3 4 5
How important are the following:
11. For toilets to have doors? 1 2 3 4 5
12. For toilets to lock? 1 2 3 4 5
13. For toilets to have toilet paper? 1 2 3 4 5
14. To be able to use the toilet at any time?
15. To have free access to hand basins?
16. To bathe alone?
17. To have access to a miiTor?
18. To have the choice of a single room?
19. For all rooms to have curtains/blinds?
20. To have a say in which TV programme is shown?
21. To have a comfortable chair per person in your 
home?
22. To have a wastepaper basket in each room?
23. To choose when to put your light out at night?
24. To be involved in any plans concerning yourself?
25. To have access to those plans?
26. To regularly see an account of your finances?
27. To have easy access to advice regarding finances?
28. To have your last main meal after 5.30 p.m.?
29. To choose your own meal?
30. For visitors to be offered refreshments?
31. To be able to receive phone calls?
32. To have access to a phone?
33. To have a phone for your use only?
34. For visitors to be able to call at any time?
35. To have overnight facilities for family/friends?
36. To be consulted about your own home decor?
4 5 
4 5
2 3 4 5
4 5
4 5
4 5
4 5
2 3 4 5
2 3 
2 3
4 5
4 5
4 5
4 5
4 5
4 5
4 5
4 5
4 5
4 5
2 3 4 5
2 3 4 5
2 3 4 5
2 3 4 5
2 3 4 5
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3
37. For the decor to be varied from room to room?
38. For the decor to be age appropriate?
39. To have regular training in fire practice?
40. To have your own front door key?
41. To have free access to your kitchen?
42. To have free access to your bathroom?
43. To have free access to your bedroom?
44. How important is it to be allowed out alone?
How important is it to have ready access to:-
46. Public Transport?
47. Discos/Parties?
48. Shows?
49. Outings?
50. Holidays?
51. Social Clubs?
52. Shops?
53. How important is it that birthdays are celebrated?
How important is it for adults to have their own:-
54. Toys?
55. Games?
56. Books?
57. Jewellery/Watch?
58. Radio/Cassette/Hi-F i?
2 3 4 5
2 3 4 5
2 3 4 5
2 3 4 5
Z J
Z J
Z J
Z J
Z J
Z J
4 5 
4 5 
4 5 
4 5
2 3 4 5 
2 3 4 5
4 5
4 5
4 5
4 5
2 3 4 5
2 3 4 5
2 3 4 5
2 3 4 5
2 3 4 5
4 5
4 5
4 559. How important is it not to have restrictions on the use of 
any of these?
60. How important is it to be able to buy your own clothes? 1 2 3 4 5
61. How important is it to be able to choose which clothes 1 2 3 4 5
to wear?
How important is it to have your own and sufficient:-
62. Underwear
63. Top Clothing?
64. Outdoor Clothing?
65. Footwear?
66. Night Clothing?
67. How important is it to have a place to store personal 
items?
68. How important is it to be able to help prepare meals?
69. How important is it to be able to have drinks/snacks
between meals?
70. How important is it to regularly visit family/friends?
71. How important is it to have regular visits from
family/friends?
72. How important is it to go on holiday with family/friends 
during the year?
73. How important is it that prescribed drugs are regularly 
reviewed by a doctor?
74. How important is it to be able to stay up later than 9 
p.m.
Z J
Z J
Z J
Z J
Z J
2
2 
2
2 3
2 3 
2 3 
7 1
4 5 
4 5 
4 5 
4 5 
4 5 
4 5 
4 5 
4 5
4 5 
4 5 
4 5
4 5
4 5
Part II
Please circle which number best describes each item in terms of its importance to you.
Not
Important
1
Slightly
Important
Moderately
Important
Very
Important
Extremely
Important
1. How important is it to have regular staff meetings in a 
setting where mentally handicapped people live?
2. How important is it to have regular staff and 
management meetings in a setting where mentally 
handicapped people live?
3. How important is it to have regular staff and client 
meetings in a setting where mentally handicapped 
people live.
4. How important is it to have regular client meetings in a
setting where mentally handicapped people live?
How important is it, if required for a mentally handicapped
person to have access to the following:
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
1 2 3 4 5
5. Speech Therapist? 1 2 3 4 5
6. Physiotherapist 1 2 3 4 5
7. Social Worker? 1 2 3 4 5
8. Psychiatiist? 1 2 3 4 5
9. Psychologist? 1 2 3 4 5
10. G.P.s? 1 2 3 4 5
11. Community Nurse? 1 2 3 4 5
12. For staff working with these clients to have contact with 
the above services?
1 2 3 4 5
13. How important is it to have a structured day placement 
e.g. an adult training centre?
1 2 3 4 5
14. How important is it for residential staff to have contact 1 2 3 4 5
with the clients’ day placement staff?
15. How important is it for a mentally handicapped person 1 2 3 4 5
to have a written individual programme plan?
16. How important is it that a mentally handicapped 1 2 3 4 5
person’s family be regularly informed about his/her
progress?
17. How important is it that a mentally handicapped person 1 2 3 4 5
addresses staff informally, e.g. by Cliristian name?
18. How important is it to have free access to the staffroom? 1 2 3 4 5
19. How important is it for staff to eat with mentally 1 2 3 4 5
handicapped persons?
20. How important is it for staff to address mentally 1 2 3 4 5
handicapped people informally?
21. How important is it that staff have daily one to one 1 2 3 4 5
contact with a client?
22. How important is it that this contact should be over one 1 2 3 4 5
hour per day?
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Appendix. 2
Social Validity Study: percentage agreement - Community Group
Question N o. Absolute Within 1 scaled point
1 82 100
2 64 100
3 86 100
4 50 86
5 59 86
6 59 86
7 54 82
8 68 100
9 59 82
10 32 95
11 64 100
12 59 91
13 73 100
14 64 100
15 54 100
16 59 91
17 41 95
18 54 91
19 23 82
20 54 95
21 54 86
22 54 100
23 54 91
24 86 100
25 86 95
26 59 95
27 45 86
28 59 91
29 45 95
30 59 95
31 59 95
32 64 95
33 45 82
34 50 86
35 54 100
36 50 95
37 64 86
38 45 91
39 59 86
40 68 95
41 54 95
42 64 100
43 73 100
44 64 100
45 59 95
46 59 91
47 64 82
48 68 91
49 68 86
50 54 91
51 64 86
52 64 91
53 50 77
54 54 86
55 41 95
56 73 91
57 59 82
58 45 95
59 45 91
60 41 100
61 50 100
62 68 100
63 64 100
64 73 100
65 68 100
66 45 91
Appendix 2 (Continued)
Question No. Absolute With
67 73 95
68 41 91
69 73 86
70 68 95
71 82 95
72 59 95
73 64 91
74 73 95
Part 11
Question N o. Absolute With
1 68 95
2 73 95
3 59 95
4 59 100
5 77 100
6 73 100
7 77 100
8 73 95
9 82 100
10 77 95
11 73 100
12 68 95
13 68 100
14 64 95
15 50 91
16 73 95
17 59 100
18 54 100
19 50 100
20 41 95
21 59 100
22 64 100
Appendix 3 
Social Validity Study: Ratings of Importance
Appendix 3
Social Validity Study; Ratings of Importance - Community Group 
Level of Importance
Not Important Extremely Important
Question 1 2 3 4 5 Median
Number Value o f  
Importance
No. % No. % No. % No. % No. %
1 4 2 17 8.5 82 41 60 30 37 18.5 3
2 2 10 19 9.5 47 23.5 63 31.5 51 25.5 4
3 12 6 23 11.5 68 34 66 33 31 15.5 3
4 42 21 25 12.5 56 28 34 17 43 21.5 3
5 46 23 27 13.5 53 26,5 33 16.5 41 20.5 3
6 29 19.5 20 10 63 31.5 41 20.5 37 18.5 3
7 32 16 8 4 30 15 43 21.5 87 43.5 4
8 12 6 9 4.5 50 25 63 31.5 66 33 4
9 22 11 14 7 51 25.5 51 25.5 62 31 3
10 6 3 9 4.5 33 16.5 73 36.5 79 39.5 4
11 2 1 2 1 10 10 34 17 152 76 3
12 8 4 4 2 27 13.5 48 24 113 56.5 5
13 0 0 1 0.5 0 0 29 14.5 170 85 5
14 0 0 3 1.5 5 2.5 29 14.5 163 81.5 5
15 2 1 3 1.5 22 11 55 27.5 118 59 5
16 5 2.5 4 2 18 9 34 17 139 69.5
17 13 6.5 18 9 64 32 56 28 49 24.5 4
18 11 5.5 9 4.5 31 15.5 52 26 97 48.5 4
19 12 6 14 7 34 17 52 26 89 44.5 4
20 15 7.5 16 8 79 39.5 54 27 36 18
21 15 7.5 7 3.5 45 22.5 71 35.5 72 31 4
22 36 18 59 29.5 54 27 33 16.5 18 9
23 6 3 7 3.5 38 19 60 30 89 44.5 4
24 0 0 0 0 8 4 32 16 160 80
25 0 0 1 0.5 10 5 33 16.5 156 78 5
26 2 1 2 I 17 8.5 49 24.5 130 65
27 6 3 6 3 34 17 71 35.5 83 41.5 4
28 36 18 22 11 56 28 39 18.5 47 23.5
29 8 4 17 8.5 36 18 73 36.5 66 33 4
30 4 2 4 2 49 24,5 87 43.5 56 28 4
31 1 0.5 2 1 25 12.5 6z 31 110 55
32 2 1 5 2.5 30 15 56 28 107 53.5 5
33 11 5.5 28 14 44 22 52 26 65 32.5 4
34 3 1.5 13 6.5 40 20 70 35 74 37 4
35 5 2.5 20 10 58 29 57 28.5 60 30 4
36 5 2.5 12 6 45 22.5 58 29 80 40 4
37 12 6 21 10.5 50 25 52 26 65 32.5 4
38 14 7 11 5.5 59 29.5 64 32 52 26 4
39 28 14 29 14.5 51 25.5 44 22 48 24
40 3 1.5 3 1.5 12 6 46 23 136 68 5
41 1 0.5 2 1 13 6.5 52 26 132 66 5
42 0 0 1 0.5 6 3 47 23.5 146 73 5
43 0 0 1 0.5 5 2.5 33 16.5 161 80.5 5
44 1 0.5 3 1.5 16 8 45 22.5 135 67.5 5
45 6 3 0 0 16 8 45 22.5 133 66.5 5
46 12 6 11 5.5 34 17 66 33 77 39,5 4
47 17 8.5 26 13 61 30.5 52 26 44 22 3
48 13 6.5 21 10.5 62 31 59 29.5 45 22.5 4
49 10 5 9 4.5 40 20 71 35.5 60 30 4
50 3 1.5 9 4.5 29 14.5 74 37 85 42.5 4
51 27 13.5 25 12.5 46 23 57 28.5 45 22.5 4
52 6 3 6 3 22 11 74 37 92 46 4
53 18 9 19 9.5 51 25.5 59 29.5 53 26.5 4
54 70 35 42 21 44 22 30 15 14 7
55 25 12.5 46 23 66 33 46 23 17 8.5
56 12 6 11 5.5 49 24.5 73 36.6 55 27.5 4
57 13 6.5 It 5.5 51 25.5 71 35.5 54 27 4
58 6 3 11 5.5 52 26 69 34.5 62 31 4
Appendix 3 (Cont.)
Not Important Extremely Important
Question ] 2 3 4 5 Median Value
Number o f  Importance
No. % No. % N o. % No. % No. %
59 6 3 9 4.5 34 17 62 31 89 44.5 4
60 6 3 3 1.5 18 9 71 35.5 102 51 5
61 1 0.5 2 1 14 7 63 31.5 120 60 5
62 1 0.5 0 0 7 35 37 18.5 155 77.5 5
63 0 0 1 0.5 10 5 54 27 135 67.5 5
64 0 0 2 I 12 6 55 27.5 131 65.5 5
65 0 0 0 0 10 5 43 21.5 147 73.5 5
66 15 7.5 12 6 15 7.5 39 19.5 119 59.5 5
67 2 1 6 3 15 7.5 70 35 107 53.5 5
68 18 9 19 9.5 56 28 65 32,5 42 21 4
69 10 5 16 8 61 30.5 55 27.5 58 29 4
70 1 0.5 6 3 34 17 64 32 95 47.5 4
71 1 0.5 7 3.5 33 16.5 67 33.5 92 46 4
72 13 6.5 20 10 40 20 73 36.5 54 27 4
73 8 4 6 3 10 5 42 21 134 67 5
74 3 1.5 8 4 21 10.5 44 22 124 62 5
Part II
Important N ot Important
Question 1 2 3 4 5 Median Value
Number o f  Importance
No. % No. % No. % No. % No. %
1 2 1 1 0.5 10 5 62 31 125 62.5 5
2 2 1 1 0.5 12 6 62 31 123 61.5 5
3 0 0 1 0.5 10 5 63 31.5 126 63 5
4 0 0 2 1 16 8 64 32 118 59 5
5 0 0 0 0 7 3.5 44 22 149 74.5 5
6 1 0.5 1 0,5 4 2 47 23.5 147 73.5 5
7 6 3 2 1 18 9 41 20.5 133 66.5 5
8 4 2 2 1 11 5.5 44 22 139 69.5 5
9 1 0.5 1 0.5 10 5 43 21.5 145 72.5 5
10 2 1 2 1 6 3 34 17 156 78 5
11 2 1 3 1.5 12 6 43 21.5 140 70 5
12 1 0.5 6 3 12 6 60 30 121 60.5 5
13 0 0 2 1 21 10.5 71 35.5 106 53 5
14 1 0.5 3 1.5 22 11 66 33 108 54 5
15 0 0 5 2.5 42 21 72 36 81 40.5 4
16 2 1 6 3 9 4.5 62 31 121 60.5 5
17 5 2.5 11 5.5 37 18.5 82 41 65 32.5 4
18 23 11.5 26 13 81 40.5 40 20 30 15 3
19 4 2 21 10.5 58 29 60 30 57 28.5 4
20 4 2 6 3 37 18.5 71 35.5 82 41 4
21 2 1 6 3 21 10.5 66 33 105 52.5 5
22 7 3.5 16 8 54 27 57 28.5 66 33 4
Appendix 4
Social Validity Study: Learning Disability Group 
Questionnaire
Appendix 4
Name/Number:
SOCIAL VALIDITY STUDY - LEARNING DISABILITY GROUP 
QUESTIONNAIRE
Coding Sheet
Sex:
Age:
PART ONE
Residence:
Tick whether the subject’s response is categorised as important (Yes) or unimportant (No)
1. Having shops near your house Y N
2. Having buses near your house Y N
3. Having places to meet people/do things you enjoy near your 
house Y N
4. To go to the shops with just a few people Y N
5. To go on buses with just a few people Y N
6. To live with less than five people Y N
7. To call people by their first name Y N
8. To go on holiday witli just a few people Y N
9. To clean rooms every week Y N
10. To have a toilet door Y N
11. To have a lock on the toilet door Y N
12. To have toilet paper in the toilet Y N
13. To go to the toilet when you want to Y N
14. To wash when you want Y N
15. To liave a bath alone Y N
16. To have a mirror Y N
17. To have a single room of your own Y N
18. To have curtains/blinds on your windows Y N
19. To choose what to watch on TV Y N
20. To have a comfortable chair to sit on Y N
21. To have a rubbish bin in each room Y N
22. To go to bed when you want Y N
23. To have a say in your future plans Y N
24. To see any written plans about you Y N
25. To know how much money you have Y N
26. To have someone to help you with your money Y N
27. To have your dinner after 5.30 at night Y N
28. To choose what you want to eat Y N
29. To have something to give friends to eat/drink Y N
30. For friends to visit at any time tliey like Y N
31. To have a phone to use Y N
32. For friends to be able to stay overnight Y N
33. To choose how your home is decorated Y N
34. For each room to be decorated differently Y N
35. Not to have childish things in your room Y N
36. To have fire drills Y N
37. To have your own front door key Y N
38. To use the kitchen when you want Y N
39. To use the bedroom when you want Y N
40. To be able to go out by yourself Y N
41. To be able to cross roads by yourself Y N
42. To be able to easily use buses/trains Y N
43. To be able to easily go to discos/parties Y N
Appendix 4 (continued)
44. To be able to easily go on outings/holidays Y N
45. To be able to easily go to the shops Y N
46. To have cards and presents on your birthday Y N
47. To have toys Y N
48. To have games Y N
49. To have books Y N
50. To have jewellery/a watch Y N
51. To have a radio/cassette/hi-fi Y N
52. To be able to use these things when you want Y N
53. To buy your clothes Y N
54. To choose wliich clotlies to wear Y N
55. To have your own underwear Y N
56. To have your own top clothing eg jumpers/trousers Y N
57. To have your own outdoor clothing Y N
58. To have your own shoes/slippers Y N
59. To have your own night clothing Y N
60. To have a safe place to keep your things Y N
61. To be able to help make meals Y N
62. To be able to have drinks/snacks between meals Y N
63. To see family/friends often Y N
64. To be able to go on holiday with family/friends Y N
65. To have your medicine checked often by a doctor Y N
66. To be able to stay up later than 9 at night Y N
67. To liave staff meetings often Y N
68. To have meetings between staff and their bosses often Y N
69. To have meetings between staff and M.H. people often Y N
70. To have meetings between M.H. people often Y N
71. To see a speech therapist when you need to Y N
72. To see a physiotherapist when you need to Y N
73. To see a social worker when you need to Y N
74. To see a psycliiatrist when you need to Y N
75. To see a doctor when you need to Y N
76. To see a psychologist when you need to Y N
77. To see a community nurse when you need to Y N
78. For carers to get reports from these people about how you are Y N
79. For the different carers to talk to each other about how you are Y N
80. To have things to do each day Y N
81. To have a written plan about your future Y N
82. For your family to know how you are keeping Y N
83. To call staff by their first names Y N
84. To be able to go to the staff room when you want Y N
85. To be able to eat with staff Y N
86. To be able to talk to staff each day Y N
87. To be able to talk to staff for an hour or more each day Y N
APPENDIX 5
Social Validity Study: Learning Disability Group 
Percentage Agreements
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SOCIAL VALIDITY STUDY - LEARNING DISABILITY GROUP 
PERCENTAGE AGREEMENTS
PERCENTAGE AGREEMENT
Question No Test-retest Inter-rater
1 87 67
2 80 87
3 87 87
4 87 80
5 87 87
6 93 87
7 93 93
8 80 73
9 93 100
10 93 93
11 93 93
12 100 100
13 93 93
14 93 93
15 100 100
16 93 80
17 93 100
18 93 93
19 93 100
20 73 93
21 73 87
22 93 93
23 93 87
24 93 87
25 93 73
26 87 100
27 80 80
28 93 93
29 100 100
30 100 100
31 100 100
32 93 87
33 73 87
34 80 73
35 73 80
36 100 100
37 93 93
38 100 100
39 100 100
40 87 73
41 87 87
42 80 93
43 93 100
44 93 93
45 100 100
46 93 100
47 80 93
48 87 67
49 87 67
50 100 100
51 100 100
52 100 100
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PERCENTAGE AGREEMENT
Question No
53 93 100
54 100 100
55 100 100
56 100 100
57 100 100
58 100 100
59 100 100
60 100 100
61 93 100
62 87 93
63 100 100
64 93 100
65 100 100
66 93 93
PART II
1 87 93
2 80 93
3 93 100
4 73 80
5 93 100
6 73 80
7 100 100
8 93 87
9 87 87
10 87 93
11 87 87
12 93 93
13 100 100
14 93 93
15 87 87
16 100 93
17 100 93
18 87 93
19 87 93
20 93 93
21 93 93
Appendix 6
Social Validity Study; Learning Disability Group 
Number and percentage of subjects rating items as important
and unimportant
SOCIAL VALIDITY STUDY 
LEARNING DISABILITY GROUP
Appendix 6
Number and percentage of subjects rating items as important (Yes) and unimportant (No)
RATING
YES NO
Question Number % Number %
1 45 80.4 11 19.6
2 45 80.4 11 19.6
3 50 89.3 6 10.7
4 52 92.9 4 7.1
5 52 92.9 4 7.1
6 52 92.9 4 7.1
7 48 85.7 8 14.3
8 44 78.6 12 21.4
9 50 89.3 6 10.7
10 53 94.6 3 5.4
11 51 91.1 5 8.9
12 56 100 0 0.0
13 56 100 0 0.0
14 55 98.2 1 1.8
15 55 98.2 1 1.8
16 51 91.1 5 8.9
17 51 91.1 5 8.9
18 55 98.2 1 1.8
19 52 92.9 4 7.1
20 51 91.1 5 8.9
21 44 78.6 12 21.4
22 50 89.3 6 10.7
23 53 94.6 3 5.4
24 53 94.6 3 5.4
25 51 91.1 5 8.9
26 51 91.1 5 8.9
27 32 57.1 24 42.9
28 50 89.3 6 10.7
29 56 100 0 0.0
30 56 100 0 0.0
31 54 96.4 2 3.6
32 50 89.3 6 10.7
33 47 83.9 9 16.1
34 49 87.5 7 12.5
35 51 91.1 5 8.9
36 54 96.4 2 3.6
37 50 89.3 6 10.7
38 54 96.4 2 3.6
39 56 100 0 0.0
40 48 85.7 8 14.3
41 51 91.1 5 8.9
42 53 94.6 3 5.4
43 53 94.6 3 5.4
44 53 94.6 3 5.4
45 56 100 0 0.0
46 52 92.9 4 7.1
47 23 41.1 33 58.9
48 36 64.3. 20 35.7
49 44 78.6 12 21.4
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RATING
YES NO
Question Number % Number %
50 55 98.2 1 1.8
51 55 98.2 1 1.8
52 56 100 0 0.0
53 47 83.9 9 16.1
54 52 92.9 4 7.1
55 56 100 0 0.0
56 56 100 0 0.0
57 56 100 0 0.0
58 56 100 0 0.0
59 56 100 0 0.0
60 56 100 0 0.0
61 54 96.4 2 3.6
62 52 92.9 4 7.1
63 56 100 0 0.0
64 55 98.2 1 1.8
65 54 96.4 2 3.6
66 55 98.2 1 1.8
PART II
1 51 91.1 5 8.9
2 51 91.1 5 8.9
3 48 85.7 8 14.3
4 50 89.3 6 10.7
5 52 92.9 4 7.1
6 50 89.3 6 10.7
7 52 92.9 4 7.1
8 49 87.5 7 12.5
9 52 92.9 4 7.1
10 50 89.3 6 10.7
11 50 89.3 6 10.7
12 53 94.6 3 5.4
13 53 94.6 3 5.4
14 54 96.4 2 3.6
15 54 96.4 2 3.6
16 55 98.2 1 1.8
17 51 91.1 5 8.9
18 46 82.1 10 17.9
19 47 83.9 9 16.1
20 52 92.9 4 7.1
21 50 89.3 6 10.7
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Study 2 - Subjects’ Individual Characteristics
SUBJECTS - INDIVIDUAL CHARACTERISITCS APPENDIX 7
No Sex Age Years in 
Hospital
Levdi of 
Disability
ABS
A TOTAL
ABS
BTOTAL
Final
Assessment
1 F 52 26 Mild 210 8 12 months
2 M 26 18 Severe 88 30 12 months
3 F 53 36 Moderate 194 12 12 months
4 F 50 31 Mild 220 20 12 months
5 F 25 19 Profound 49 55 12 months
6 M 33 25 Profound 97 47 12 months
7 M 41 22 Moderate 197 12 12 months
8 F 24 17 Moderate 168 24 18 months
9 F 45 16 Moderate 223 19 12 months
10 M 35 20 Moderate 186 35 12 months
11 M 57 10 Moderate 128 24 18 months
12 F 31 26 Severe 149 35 18 months
13 F 36 21 Mild 194 12 24 months
14 F 61 19 Moderate 228 1 18 months
15 F 37 21 Moderate 187 6 24 months
16 F 31 21 Moderate 207 20 24 months
17 F 66 20 Mild 207 7 24 months
18 M 74 2 Mild 221 8 24 months
19 M 38 20 Severe 121 5 24 months
20 M 36 20 Mild 191 18 24 months
21 M 43 39 Moderate 243 15 30 months
22 M 27 18 Severe 204 6 30 months
23 M 30 17 Moderate 236 1 30 months
24 M 33 29 Moderate 220 3 30 months
25 M 32 17 Mild 247 13 6 months
26 F 41 19 Severe 191 0 30 months
27 F 53 17 Moderate 191 3 30 months
28 F 21 15 Moderate 128 27 30 months
29 F 22 8 Moderate 164 21 30 months
30 F 24 18 Severe 50 45 30 months
31 F 52 19 Mild 222 21 30 months
32 M 36 21 Mild 208 8 30 months
33 M 31 15 Mild 148 38 30 months
34 M 30 29 Profound 48 94 30 months
35 M 26 22 Severe 83 52 30 months
36 M 67 29 Moderate 146 7 30 months
37 M 43 2 Moderate 183 2 30 months
38 M 35 20 Moderate 211 11 30 months
39 M 38 14 Moderate 213 5 30 months
40 M 38 35 Moderate 193 18 30 months
41 M 48 40 Moderate 188 14 30 months
42 F 47 12 Mild 213 20 30 months
43 F 20 17 Moderate 202 17 30 months
44 F 42 34 Moderate 178 47 30 months
45 F 36 30 Moderate 193 7 24 months
46 M 49 17 Moderate 242 10 30 months
47 M 40 25 197 16 30 months
48 M 59 42 157 9 30 months
49 M 35 18 Moderate 191 27 30 months
50 M 40 37 195 38 30 months
Appendix 8 
Study 2 » Controls’ Individual Characteristics
CONTROLS - INDIVIDUAL CHARACTERISTICS APPENDIX 8
No Sex Age Years în 
Hospital
Level of 
Disability
ABS
A TOTAL
ABS
B TOTAL
Final
Assessment
1 F 70 22 Mild 190 13 12 months
2 M 33 31 Severe 97 40 12 months
3 F 48 41 Severe 162 13 12 months
4 F 41 8 Borderline 237 49 12 months
5 F 31 20 Severe 42 59 12 months
6 M 32 28 Severe 99 55 18 months
7 M 35 21 Moderate 204 22 12 months
8 F 30 8 Moderate 185 30 18 months
9 F 48 20 Mild 193 4 12 months
10 M 42 21 Severe 151 22 18 months
11 M 55 16 Moderate 210 4 24 months
12 F 37 11 Moderate 132 21 30 months
13 F 39 7 Mild 201 18 24 months
14 F 57 20 Borderline 245 43 18 months
15 F 37 28 Moderate 172 11 24 months
16 F 32 19 Mild 203 45 24 months
17 F 61 14 Moderate 106 4 24 months
18 M 68 8 Mild 176 30 24 months
19 M 35 20 Moderate 190 10 24 months
20 M 37 20 Mild 205 18 12 months
21 M 37 5 Mild 268 9 6 months
22 M 25 19 Severe 131 23 24 months
23 M 30 12 Severe 200 34 24 months
24 M 35 18 Mild 227 51 30 months
25 M 33 19 Moderate 214 8 12 months
26 F 62 20 Mild 190 20 12 months
27 F 69 20 Moderate 244 6 24 months
28 F 24 15 Moderate 190 29 6 months
29 F 26 21 Moderate 146 26 12 months
30 F 26 21 Profound 57 13 30 months
31 F 54 15 Mild 116 1 30 months
32 M 32 19 Moderate 199 21 30 months
33 M 36 33 Moderate 65 19 30 months
34 M 31 25 Severe 70 24 30 months
35 M 36 30 Severe 78 28 30 months
36 M 65 14 Moderate 217 1 30 months
37 M 47 10 Severe 81 35 30 months
38 M 37 12 Moderate 215 1 30 months
39 M 31 30 Moderate 217 27 30 months
40 M 45 18 Moderate 174 14 30 months
41 M 47 27 Borderline 230 5 30 months
42 F 49 34 Mild 158 31 12 months
43 F 22 13 Mild 208 32 30 months
44 F 38 27 Moderate 183 13 30 months
45 F 40 35 Severe 186 27 24 months
46 M 57 13 Mild 217 8 30 months
47 M 40 28 Moderate 177 6 30 months
48 M 58 36 Mild 215 3 30 months
49 M 33 24 Moderate 193 20 12 months
50 M 45 30 Moderate 149 42 30 months
Appendix 9 
Consent Form
Appendix 9
CARR TN THE COMMUNITY PROJECT - CONSENT TO PARTTCTPATR 
(TO BE READ OUT TO THE CLIENT)
I am going to read something out to you and I am going to ask you if you understand 
what I am saying. If you don’t understand it, please tell me and I will try to explain it 
again.
I would like you to take part in a project that is trying to see if people change when 
living outside the hospital. (Do you understand what Tve just said?)
To help me get to Icnow you better, I will need to ask you questions and fill in forms.
I will also need to ask the staff questions.
I think it would be a good idea to tell people who don’t know you how well you do.
If I do that, I promise not to use your name. (Do you understand what I’ve just said?)
Would you like to ask me any questions about what I have read out to you?
I , ....................................................... . agree to talce part in the Care in the Community
Project. I have understood what has been read out to me.
SIGNED........................................................... DATE................................................
OR
I ................................................(NAME)................................................(JOB TITLE)
have helped the above named person to understand this form to the best of his/lier 
ability and feel that he/she is willing to participate in the project.
SIGNED:.............. ........................................................................... .......
IN THE PRESENCE O F:........................................................................
I also agree to two six monthly follow-ups. However, if I change my mind at this 
time I don’t have to take any fui'ther part in the project.
mastdoc\consent
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Adaptive Behaviour Scale
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A A M D
ADAPTIVE BEHAVIOR SCALE 
For Children and Adults 
1974 Revision
N am e
(last) (first)
Date S e x :.M
(m o) (day) (year)
Nam e o f  person filling o u t Scale _________
Special
Identification
Date o f  Birth
(m o) (day) (year)
Source o f  inform ation and relationship to person being evaluated (such as “ John D oe - Parent,” or “ S e lf 
P hysician”) ___________________________________________________________________________________________________________
A dditional Inform ation:
This Scale consists o f  a number o f  statem ents w hich describe som e o f  the ways people  act in 'd ifferent situations. 
There are several ways o f  adm inistering the Scale; these, and detailed scoring instructfons, appear in the 
accom panying Manual.
Instructions for the second part o f  the Scale im m ediately precede the second half o f  this book let.
INSTRUCTIONS FOR PART ONE
There are two kinds o f  item s in the first part o f  the Scale. The first requires that you  select on ly  ONE o f  the 
several possible responses. For exam ple:
[2] E ating in P u b lic  (C ircle  o n ly  O N E )
O rders co m p le te  m ea ls  m restu a ra n ts  3
O rders s im p le  m e a ls  like h a m b u rg ers  
or hot d o g s  Q )
O rders soft drinks at sod a  fou ntain  
or ca n teen  i
D o es  not order at p u b lic  e a tin g  p la ce s  0
N otice that the statem ents are arranged in order o f  d ifficu lty: 3 ,2 ,1 .0 . Circle the one statem ent which best 
describes the most d ifficu lt  task the person can usually manage. In this exam ple, the individual being observed can 
order sim ple meals like hamburgers or h o t dogs (2), but cannot order a com plete dinner (3). Therefore, (2) is circled  
in the exam ple above. In scoring, 2 is entered in the circle to  the right.
'1 9 6 9 , 1 9 7 4 , 1 9 7 5  A m erican  A sso c ia tio n  on  M ental D e f ic ie n c y
The second type of item  asks you to check ALL statem ents which apply to the person. For exam ple;
(4) T ab le  M a n n ers
(C heck  ALL s ta te m e n ts  w h ich  ap p ly)
8-n um ber
S w a llo w s food w ith ou t ch ew in g "■ ■■ ch eck ed  =
C h ew s food w ith  m ou th  o p en X — ND rop s food on ta b le  or floor I /
U se s  napkin in correctly  or not at all \
T alks w ith  m ou th  full -------
T akes food  o ff o th ers ' p la tes -------
E ats too fa st or too  slow .... ■ ■ 1
P lays in food  w ith  fin g ers ■
N o n e  o f th e  a b o v e  _____ _
D o es  not ap p ly , e  g , b e c a u s e  he or
sh e  IS c o m p le te ly  d ep en d en t on
o th er s  (If ch eck ed , en te r  " 0 "  in
th e c irc le  to th e  right )
In the exam ple above, the second and fourth item s are checked to  indicate that the person “chew s food with  
m outh o p e n ” and “ uses napkin incorrectly .” in scoring, the num ber o f  item s checked , 2, is subtracted from  8, and 
the item  score, 6,1s entered in the circle to  the right. M ost item s do not, however, require this subtraction; instead, 
the num ber checked  can be directly entered as the score. The statem en t “ None o f  the ab o v e ,” which is included for 
adm inistrative purposes on ly , is not to be counted  in scoring here.
Som e item s may deal with behaviors that are clearly against local regulations, (e.g., use o f  the te lephone), or 
behaviors that are n o t possible for a person to  perform  because the opportunity  does n ot ex ist, (e.g.. eating in 
restaurants is not possib le for som eone w ho is bedridden). In these instances, you m ust still com plete  your rating. 
Give the person credit for the item  if you  feel absolu tely  certain that he or she can and w ould perform  the behavior  
w ithou t additional training had he or she the op p ortu n ity  to do so. Write “ A R ” for “ Against R egulations” or 
"HNO" for “ Has N o O pp ortun ity” next to the rating m ade in these cases. These notations will not a ffect the 
eventual scoring o f  that item , but will contribute to the understanding and interpretation o f  the person's adaptive 
behavior and environm ent.
Please observe the fo llow ing general rules in com pleting  the Scale:
1. In item s w hich specify  “w ith h elp ” or “ with assistance” for com pletion  o f  task, these mean with direct
physical assistance.
2. Give the person credit for an item even if  he or she needs verbal prom pting or rem inding to  com plete  the task 
unless the item  defin itely  states "w ith o u tp ro m p tin g ”  or "w ith o u t rem inder.”
This Scale is prepared for general use. Therefore, som e o f  the item s may not be appropriate for your specific
setting, but please do try to com plete  ail o f  them .
PART ONE
/. i n d e p e n d e n t  F U N C T I O N IN C
A.  Ea t ing
(1] U se  of T able U te n s ils  (C ircle o n ly  O N E )
U se s  km re and fork correctly  and n ea tly  
U se s  ta b le  kn ife  for cu ttin g  or sp rea d in g  
F eed s  se lf  w ith  sp oon  and  fork - n ea tly
F eed s  se lf  w ith  sp oon  and  fork - c o n s id era b le
sp illin g
F eed s  se lf w ith  sp oon  - n eatly
F eed s  sett w ith  sp oon  • c o n s id e ra b le  sp illin g
F eed s  self w ith  fin g ers  or m u st b e  fed
[2j E atin g  in P u blic  (C ircle o n ly  O N E )
O rders c o m p le te  m ea ls  m restau ran ts  
O rders s im p le  m ea ls  like h a m b u rg ers  or hot d o g s  
^ O rders soft drinks at sod a  fou nta in  or ca n teen  
D o es  not order at p u b lic  ea tin g  p la ce s
(3) D rinking (C ircle only- O N E )
D rinks w ith out sp illin g , h o ld in g  g la s s  in o n e  
han d
D rinks from cu p  or g la s s  u n a ss is te d  - n ea tly  
D rinks from  cup  or g la ss  u n a ss is te d  
co n s id era b le  sp illin g  
D oes not drink from  cu p  or g la ss  u n a ss is te d
(4) T ab le  M a n n ers  (C heck  ALL s ta te m e n ts  
w hich  app ly)
S w a llo w s food w ith ou t ch ew in g  
C h ew s food w ith  m ou th  o p en  
D rops food on ta b le  or floor  
U se s  napkin in correctly  or not at all 
T alks w ith  m ou th  full 
T akes food  off o th e r s ’ p la tes  
E ats too  fast or too slow  
Plays in food w ith  fin g ers
N on e of th e  a b ove  ____ _
D o es not app ly , e  g . ,  b e c a u se  he or sh e  is 
b e d fa st , a n d /o r  has liquid  food o n ly . (If 
ch eck ed , en ter  " 0 "  in th e  c ircle  to th e  
r ig h t.)
8 n u m b er  
ch e ck ed  =
A. Eat ing
B. Toi l et  U se
A D D
[5] T oilet T rain ing (C ircle on ly  O N E )
N ev er  has to ilet a cc id en ts  
N ev er  has to ilet a cc id en ts  du rin g th e  day  
O ccasion a lly  has to ilet a cc id en ts  d u rin g  th e  day  
F req u en tly  has to ile t a cc id en ts  du rin g th e  day  
Is not to ile t tra in ed  at all
AD D
[6] S e lf-C are  at Toilet
tChec k ALL s ta te m e n ts  w h ich  ap p ly )
L ow ers pan ts at th e  to ilet w ith ou t h e lp  
Sits on to ilet sea t w ith ou t h e lp  
U se s  to ilet t is su e  app rop ria tely  
P lu sh es  to ilet a lter  u se  
Pu ts on c lo th es  w ith ou t h e lp  
W a sh e s  h an d s w ith out h e lp  
N on e of th e  ab ove
S. Toi l e t  U s e
C. C l e a n l i ne s s
[7] W a sh in g  H an d s and F a ce
(C heck ALL s ta te m e n ts  w h ich  a p p ly )
W a sh e s  h a n d s w ith soap  
W a sh e s  la ce  w ith  soap  
W a sh e s  han d s and fa ce  w ith  w a ter  
D ries h an d s and face  
N on e of th e  a b ove  _____
(8) B ath in g  (C ircle on ly  O N E )
P rep ares and co m p le te s  b a th in g  u n a id ed  
W a sh e s  and d ries se lf c o m p le te ly  w ith out  
prom p ting or h e lp in g  
W a sh e s  and d ries se lf  r e a so n a b ly  w e ll w ith  
p rom p ting  
W 'ashes and  d ries se lf w ith  h e lp  
A tte m p ts  to soap and w a sh  self  
C o o p era tes  w hen  b e in g  w a sh ed  an d  d ried  by 
oth ers
M a k es  no attem pt to w a sh  or dry self
[9] P erson a l H y g ien e
(C heck ALL s ta te m e n ts  w h ich  ap p ly )
H as stron g  underarm  odor
D o es not c h a n g e  u n d erw ear  reg u la r ly  by self
Skin IS o ften  dirty it not a s s is te d
D o es  not k eep  na ils  c lea n  by s e lf
N o n e  o f th e  ab ove  _ _ _ _
D o es  not ap p ly , e  g . b e c a u s e  h e  or
sh e  IS co m p le te ly  d e p e n d e n t on  o th ers  (If 
ch eck ed , en ter  0 "  m th e  c ir c le  to  th e  right )
(lO j T ooth B ru sh in g  (C ircle  o n ly  O N E )
A p p lies  to o th p a ste  and b r u sh e s  te e th  w ith  up 
and dow n m otion  
A p p lie s  to o th p a ste  and b r u sh e s  te e th  
B ru sh es  te e th  w ith out h e lp , but can n ot app ly  
to o th p a ste  
B ru sh es  te e th  w ith su p er v isio n  
C o o p era te s  in h av in g  te e th  b ru sh ed  
M ak es no a ttem p t to brush  te e th
4-n i im ber  
ch eck ed  =
11] M en stru a tio n  (C ircle  o n ly  O N E )
(For m a le s . C ircle  no m en str u a tio n " )
No m en stru a tio n
C ares for se lf co m p le te ly  for m en stru a tio n  w ith ou t  
a s s is ta n c e  or rem in d er  
C ares for se lf  r ea so n a b ly  w e ll d u rin g  m en stru ation  
H elp s in ch a n g in g  p ad s d u rin g  m en stru ation  
Ind icates pad  n e e d s  c h a n g in g  d u rin g  m en stru a tio n  
In d ica tes that m en stru a tio n  had b eg u n  
W ill not care  for self or see k  help  du rin g  
#  m en stru a tio n
A D DC. C le an l i n es s  ......     »
7-11
D. A p p e a r a n c e
p 2 ]  P o stu re  (C heck  ALL s ta te m e n ts  w hich  ap p ly)
M ou th  h a n g s  o p en  __ _
H ead  h a n g s  d ow n  ___
S tom ach  stick s  out b e c a u s e  of p ostu re  ___ _
i S h o u ld er s  s lu m p ed  forw ard and  bark b en t ___
W alk s w ith  to e s  out or to e s  in ___
►Walks w ith  fee t far apart ___
j S h u ffle s , d ra g s , or sta m p s fe e t w h en  w alk in g  ___
I W alk s on t ip to e s  ___
] N o n e  o f th e  a b o v e
' D o es  not ap p ly , e g , b e c a u s e  h e  or sh e  is ___
, b e d fa st  or n on -a m b u la to ry  (If ch eck ed , 
e n te r  " 0 "  in th e  c ircle  to  th e r ight )
[13] C lo th in g  (C heck ALL sta te m e n ts  w hich  app ly)
C lo th es  d o  not fit prop erly  if not a s s is te d  ____
W ea rs torn or u n p r esse d  c lo th in g  if not p rom p ted  ___
 ^R ew ears  d irty  or so ile d  c lo th in g  if not p rom p ted  ___
W ea rs  c la sh in g  color co m b in a tio n s if not
p ro m p ted  ____
^ o e s  not know  th e  d if fe re n c e  b e tw een  work
s h o e s  and  d r e ss  s h o e s  ____
D o es  not c h o o se  d ifferen t c lo th in g  for form al
and  inform al o c ca s io n s  ___
D o es not w ea r  sp ec ia l c lo th in g  for d ifferen t
w e a th e r  c o n d it io n s  (ra in coat, o v e r sh o e s , e tc .)  ____
N o n e  o f th e  a b o v e  _____
♦Does not ap p ly , e  g , b e c a u s e  he or sh e  is ____
co m p le te ly  d e p e n d en t on o th ers  (If ch eck ed ,  
en ter  O ' m th e  c irc le  to th e right )
: D. A p p e a r a n c e
8-n u m b er  
ch eck ed  =
7-n u m b er  
ch eck ed  =
A D D
12-13
E. C a re  o f  C lo t h in g
¥
[14 ] C are o f C lo th in g
(C heck ALL s ta te m e n ts  w hich  app ly)
W ip es  and  p o lish e s  s h o e s  w h en  n e ed ed  
Pu ts c lo th e s  in draw er  or c h e st  n ea tly  
S e n d s  c lo th e s  to laun dry w ith ou t b e in g  rem in d ed  
f ^ a n g s  up c lo th e s  w ith ou t b e in g  rem in d ed  
N on e o f th e  a b o v e
E. Car e  o f  C lo t h in g  ______ — «— ENTER
14
F. D ress in g  a n d  U ndress in g
[15] D r e ss in g  (C ircle  on ly  O N E )
C o m p lete ly  d r e s s e s  se lf
C o m p lete ly  d r e ss e s  s e lf  w ith  verb al p rom p tin g  
only
D r es se s  se lf by  p u llin g  or p u ttin g  on all c lo th e s  
w ith  verb al p rom p tin g  and  b y  fa s te n in g  
(z ip p in g , b u tto n in g , sn a p p in g ) th em  w ith  h e lp  
D r es se s  s e lf  w ith  h e lp  in p u llin g  or p u ttin g  on  
m ost c lo th es  and  fa s te n in g  th em  
C oop era tes  w h en  d r e ss e d  by e x te n d in g  arm s or 
leg s
M u st be d r e ss e d  c o m p le te ly
[16] U n d ress in g  a t A p p rop r ia te  T im es
(C ircle o n ly  O N E )
C o m p lete ly  u n d r e s se s  s e lf  
C o m p lete ly  u n d r e sse s  s e lf  w ith  verb al 
prom p tin g  on ly  
U n d r e ss e s  se lf by  u n fa sten in g  (u n z ip p in g ,
u n b u tto n in g , u n sn a p p in g ) c lo th e s  w ith  h e lp  and  
pu llin g  or tak ing th em  off w ith  verb al p rom p tin g  
U n d r e ss e s  se lf w ith  h e lp  in u n fa sten in g  and  
p u llin g  or tak ing o ff m ost c lo th e s  
C o o p era tes  w h en  u n d r esse d  by e x te n d in g  arm s  
or le g s
M u st be c o m p le te ly  u n d r esse d
[17] S h o es  (C heck ALL sta te m e n ts  w ith  app ly)
Pu ts on s h o e s  correctly  w ith o u t a s s is ta n c e  
T ies sh o e  la ces  w ith ou t a s s is ta n c e  
U n ties  sh o e  la ces  w ith ou t a s s is ta n c e  
R em o v es sh o e s  w ith o u t a s s is ta n c e  
N on e of th e  a b o v e
F. D r e s s i n g  a n d  U n d r e s s i n g
15-17
C. Trave l
[18] S e n s e  o f D irection  (C ircle on ly  O N E )
C o e s  a few  blocks from  hosp ita l or sch oo l 
grou n d , or sev era l b lock s from  h om e w ith ou t  
g e tt in g  lost
C o es  around h osp ita l grou n d  or a few  b locks  
from  h o m e w ith ou t g e ttin g  lost
C o e s  around  c o tta g e , w ard , or h om e a lo n e
C e ts  lost w h e n e v e r  lea v in g  ow n liv in g  area
[19] Public Transportation
(Check ALL statem ents which apply)
R ides on tram , lo n g -d is ta n c e  bu s or p lan e  
K in d ep en d en tly  
R ides in taxi in d ep en d en tly
R ides su b w ay or city  bu s for u n fam iliar  jou rn eys  
in d ep en d en tly  
R ides su b w ay or c ity  bu s for fam iliar  jou rn eys  
in d ep en d en tly  
N on e of th e  ab ove
"G. Travel A D D
18-19
H. O th er  I n d e p e n d e n t  Func t i on ing
^ [2 0 ] T elep h o n e  (C heck ALL s ta te m e n ts  w hich  
app ly)
U se s  te lep h o n e  d irectory  
U se s  pay te lep h o n e
M a k es te lep h o n e  ca lls  from  p r iva te  te le p h o n e  
A n sw ers  te le p h o n e  ap p rop riately  
«►Takes te lep h o n e  m e s s a g e s  
N o n e  of th e  a b ove
[21 ] M isc e lla n e o u s  In d ep e n d en t F u n ctio n in g
(C heck ALL s ta te m e n ts  w h ich  app ly)
P rep ares ow n b ed  at n igh t  
*^Coes to b ed  u n a ss is ted , e .g . ,  g e tt in g  in b ed , 
co v er in g  w ith  b lan k et, e tc .
H as ordinary control of a p p et ite , e a ts  m od era te ly  
^ K n ow s p o s ta g e  ra tes, b u y s sta m p s from  P ost  
O ffice
Looks a fter  p erson a l h ea lth , e  g , c h a n g e s  w et  
c lo th in g
^Deals With s im p le  in ju ries, e .g . ,  cu ts , burns  
^Knows how  and  w h e re  to ob ta in  a d o cto r 's  or  
d e n tis t 's  h elp  
' K n ow s about w e lfa re  fac ilit ies  in th e  co m m u n ity  
N on e o f th e  a b o v e  _ _ _
O th e r  I n d e p e n d e n t  Func t i on ing
I. I N D E P E N D E N T  FUNCTION INC ^DD ^
TR IA N G LES A  H
20-21
(2 2 ]
II. P H Y S I C A L  D E V E L O P M E N T
A .  S e n s o r y  D e v e l o p m e n t  
(Observable  functioning ability)
V ision  (W ith  g la s s e s ,  if u se d )
(C ircle o n ly  O N E )
N o d ifficu lty  in s e e in g  
S om e d ifficu lty  in s e e in g  
G reat d ifficu lty  in s e e in g  
N o v ision  at all
[23] H ea r in g  (W ith  h ear in g  a id , if u s e d )  
(C ircle o n ly  O N E )
N o d ifficu lty  in h ear in g  
S om e d ifficu lty  in h earin g  
G reat d ifficu lty  in h earin g  
N o h ear in g  at all
A. S en so r y  D e v e l o p m e n t
B. M o t o r  D e v e l o p m e n t
[24] B ody B a lan ce  (C ircle o n ly  O N E )
Stan d s on tip toe  " for ten  sec o n d s  if a sk e d
Stan d s on  o n e  foot for tw o sec o n d s  if a sk ed
S tan d s w ith ou t support
S tan d s w ith  support
S its  w ith ou t support
Can d o  n on e  of th e  a b o v e
[25 ] W alk in g  an d  R unn ing
(C heck ALL s ta te m e n ts  w h ich  ap p ly )
W a lk s  a lon e
W alk s up and  dow n sta irs a lo n e  
W a lk s  dow n s ta irs  by  a ltern a tin g  fe e t  
R uns w ith ou t fa ilin g  o ften  
H o p s, sk ips or jum ps  
N on e of th e  a b ove
[26] C ontrol of H and s
(C heck ALL s ta te m e n ts  w h ich  a p p ly )
C a tch es  a bail 
T hrow s a ball o verh an d  
Lifts cu p  or g la ss  
G rasp s w ith  th u m b  and fin g er  
N o n e  of th e  a b o v e  --
A D D
A
[27] Limb Function
(Check ALL statem ents which apply)
 ^ H as  e f f e c t iv e  u se  of right arm  
H a s  e f f e c t iv e  u s e  of left arm  
H a s  e f f e c t iv e  u s e  of right leg  
H a s  e f fe c t iv e  u se  of left leg  
N o n e  of th e  a b o v e  _____
B. M otor Development A D D
24-27
(31] Purchasing (Circle only O N E)
B uys ail ow n  c lo th in g  
B uys ow n  c lo th in g  a c ce sso r ie s  
M a k e s  m in or p u rc h a ses  w ith ou t h e lp  (can d y , 
soft d rink s, e tc .)
D o es  sh o p p in g  w ith  s lig h t su p erv ision  
D o es sh o p p in g  w ith  c lo se  su p erv ision  
D o es no sh op p in g
B. Shopping Skills A D D
30-31
II. PHYSICAL DEVELO PM ENT A D D
T RIANG LES A -B III. ECONOMIC ACTIV ITY A D D
T R IA N G L ES A -8  ^
III. ECONOMIC ACTIV ITY  
A. Money Handling and Budgeting
[28] M o n e y  H an d lin g  (C ircle o n ly  O N E )
U se s  b an k in g  fa c ilit ies  in d ep en d en tly  
M a k es  c h a n g e  correctly  but d o e s  not u s e  ban king  
fa c ilit ies
A d d s co in s  of variou s d en o m in a tio n s , up to o n e  
dollar
U se s  m o n ey , but d o e s  not m ak e c h a n g e  correctly  
D o es  not u s e  m on ey
[29] B u d g e tin g
(C heck  ALL s ta te m e n ts  w hich  app ly)
S a v es  m o n ey  or tok en s for a particu lar p u rp o se  
B u d g e ts  fa r e s , m e a ls , e tc .
S p en d s  m o n ey  w ith  so m e  p lan n in g  
C on tro ls  ow n  m ajor e x p e n d itu res  
N o n e  of th e  a b o v e    __
A. Money Handling  
and Budgeting
A D D
28-29
B. Shopping Skills 
[30 ] E rran d s (C ircle  on ly  O N E )
G o es  to sev e r a l sh o p s and s p e c if ie s  d ifferen t 
Item s
G o es  to o n e  sh op  and  s p e c if ie s  o n e  item  
G o es  on erran d s for s im p le  p u rch asin g  w ith out 
a n o te
G o es  on erran d s for s im p le  p u rch asin g  w ith  a 
n ote
C annot b e  sen t on errand s
IV. LANGUAG E D EVELO PM EN T  
A. Expression
[32] W ritin g  (C ircle on ly  O N E )
W rite s  s e n s ib le  and  u n d ersta n d a b le  le tter s
W rites  short n o tes  and m em o s
W rites  or prin ts forty w ords
W rites  or prin ts ten  w ords
W rites  or prin ts ow n n am e
C annot w rite  or print any  w ords
[33] P reverb a l E x p ress io n
(C heck ALL sta te m e n ts  w hich  a p p ly )
N od s h ea d  or sm ile s  to  e x p r e s s  h a p p in ess  
In d ica tes h u n g er
In d ica tes w a n ts  by p o in tin g  or vocal n o ise s  
C h u ck les  or la u g h s w h en  hap py  
E x p r es s e s  p le a su r e  or a n g e r  by vocal n o ise s  
Is a b le  to  say  at le a st a few  w ord s (E n ter  " 6 "  if 
ch eck ed , r e g a r d le s s  of o th er  ite m s .)
N o n e  of th e  a b o v e  _____
[34] A rticu la tion  (C heck ALL sta te m e n ts  w hich  
a p p ly - if  no s p e e c h , ch eck  " N o n e "  and  
en ter  " 0 "  in th e  c ircle )
S p ee ch  is low , w eak , w h isp ered  or d ifficu lt to  
h ear
S p eech  is s lo w ed , d e lib era te , or labored  
S p eec h  is h u rried , a cce le r a te d , or p u sh e d  
S p ea k s w ith  b lock in g , h a ltin g , or o th er  
irregu lar in terru p tion s  
N on e o f  th e  a b o v e
4 -n u m b er  
c h e ck ed  =
(35) S entences (Circle only O N E )
S o m etim es  u s e s  co m p lex  s e n te n c e s  co n ta in in g
■’b e c a u s e ."  " b u t."  e tc  3
A sk s q u estio n s  u s in g  w ord s su ch  as " w h y ,"
" h o w ."  " w h a t ."  e tc  2
^ S p eak s in s im p le  s e n te n c e s  1
S p eak s in p r im itive  p h ra se s  o n ly , or is
n on -verb al 0
[361 W ord U sa g e  (C ircle  on ly  O N E )
Talks about action w h e n  d escr ib in g  pictures  4
N a m e s  p e op le  or o b jec ts  w h e n  descr ib ing
p ic tu res  3
N a m es fam iliar o b jec ts  2
A sks for th in g s  by th eir a p p rop ria te  n a m es  1
Is non -verb al or nearly  n on -verb a l 0
A. Expression _= A D D
32-36
C. Social Language D e v e lo p m e n t
[39] C on versation
(C heck ALL s ta tem en ts  w h ich  a p p iv )
U se s  p h ra ses  such as " p le a s e ."  an d  " th an k  
you "
Is so c ia b le  and talks d u rin g  m ea ls
T alks to o th ers about sp orts, fam ily , grou p
activ it ies , e tc  ~
N o n e  of th e  a b ove  ____
[4 0 1 M isce lla n e o u s  L an gu age  D e v e lo p m en t
(C heck ALL s ta te m e n ts  w hich  ap p ly )
C an b e  rea so n ed  with  
O b v io u sly  resp o n d s w h en  ta lk ed  to  
T alks sen sib ly
R ea d s book s, n ew sp a p ers , m a g a z in es  for 
en joym en t  
R ep ea ts  a story w ith  little  or no d ifficu lty  
F ills  in th e  m ain  item s on  ap p lica tion  form  
reason ab ly  w ell 
N o n e  of th e  a b ove
B. Comprehension
137) R ead in g  (C ircle on ly  O N E )
R ead s books su ita b le  for ch ild ren  n in e  years  
or o ld er
R ead s book s su ita b le  for ch ild ren  sev e n  years  
old
R ead s s im p le  s to r ies  or co m ics  
R ead s var iou s s ig n s ,  e g ,  " N O  P A R K IN G ,"  
"O N E  W A Y ." " M E N ,"  W O M E N ,"  e tc . 
R eco g n ize s  ten  or m ore w ord s by sigh t 
R e co g n ize s  few e r  than ten  w ord s or n on e  at all
[3 8 | C om p lex  In stru ction s
(C heck ALL s ta te m e n ts  w hich  app ly)
U n d ersta n d s  in stru ction s co n ta in in g
p r ep o s itio n s , e  g . ,  'o n ,"  " in ."  " b eh in d ,
" u n d er , e tc .
U n d e rsta n d s  in stru ction s referring  to th e  order  
in w h ich  th in g s  m u st b e  d o n e , e  g . ,  " first d o - 
th en  d o -"
U n d ersta n d s in stru ction s req u ir in g  a d ec isio n  
"If — , do  th is , but if not, d o  — "
N o n e  of th e  a b o v e  _ _ _
C. Social Language 
Development
A D D
39-40
IV. LANGUAGE DEVELO PM EN T
T R IA N G L ES A-C
V. NUMBERS AN D  T IM E
[41] N u m b ers (C ircle on ly  O N E )
D o e s  s im p le  add ition  and  subtraction  
C ou n ts  ten or m ore ob jects  
M ech a n ic a lly  cou n ts to ten  
C o u n ts  tw o  o b jec ts  by sa y in g  ’ o n e . tw o' ' 
D iscr im in a te s  b e tw een  'on e  " and "many' 
" a lot"
H as no u n d ersta n d in g  of nu m bers
 ^ B. Comprehension A D D
37-38
(42J Time (Chi'ck ALL statem ents which apply) [47] Food Preparation (Circle only ONE)
T ells  t im e  by clock  or w atch  correc tly  to  th e  
m in u te
" U n d ersta n d s tim e  in terva ls , e .g . ,  b e tw e e n  
V '3 30"  and "4 30"
U n d ersta n d s  tim e e q u iv a le n ts , e  g  , " 9  15"  is 
th e  sa m e  as ' 'qu arter p ast n in e' '
A ss o c ia te s  tim e on  clock  w ith  var iou s a c tio n s  
and  e v en ts
N on e of th e  a b ove
►’[43] T im e C oncept
|t:h ec k  ALL sta te m e n ts  w h ich  ap p ly )
N a m e s  th e  d ays of th e  w eek
R efers  correctly  to  " m o r n in g "  an d  " a ftern o o n  " 
a  U n d ersta n d s  d if fe re n c e  b e tw e e n  d a y -w eek , 
m in u te -h o u r , m on th -y ea r , e tc  
' N o n e  o f th e  a b o v e  _ _ _ _
\/. N U M B E R S  A N D  T I M E  __ A D D
P rep a res  an a d eq u a te  c o m p le te  m ea l (m ay u se  
ca n n ed  or frozen  food)
M ix e s  and cook s s im p le  food , e  g , fr ies  e g g s .
m ak es p a n ca k es , cooks TV d in n ers , e tc . 
P rep a res  s im p le  food s req u ir in g  no m ix in g  or 
co o k in g , e  g , sa n d w ic h e s , co ld  c erea l, e tc  
D o e s  not p rep are  food at all
[48] T able C learin g  (C ircle o n ly  O N E )
C lears ta b le  of b reak ab le  d is h e s  and g la ssw a r e  
C le a r s  t a b le  ot u n b r e a k a b le  d i s h e s  a n d  
s ilv erw a re  
D o es  not c lear ta b le  at all
B. K i t ch e n A D D
4 6-48
41-43 C. Other Domestic Act iv it ies
VI. DOMESTIC A C T IV IT Y  
A. Cleaning
I  144] R oom  C lea n in g  (C ircle  o n ly  O N E )
► C lea n s  room  w e ll, e  g . .  s w e e p in g , d u stin g  
and  tid y in g  
C lea n s  room  but not th o ro u g h ly  
L D o e s  not c lea n  room  at all
[45] L aundry (C heck ALL s ta te m e n ts  w h ich  ap p ly )
^  W a s h e s  c lo th in g  
D ries  c lo th in g  
F old s c lo th in g
Irons c lo th in g  w h en  a p p rop ria te  
N o n e  o f  th e  a b o v e  _____
>• A. Clean ing A D D
44-45
B. Kitchen►
^ [46] T ab le  S e tt in g  (C ircle  o n ly  O N E )
P la ce s  all ea tin g  u ten s ils , a s  w e ll as n ap k in s, 
sa lt, p ep p er , su g a r , e tc  , in p o s itio n s  
learn ed
P la ce s  p la te s , g la s s e s ,  and u te n s ils  in 
p o s it io n s  learn ed  
^ P la ce s  s ilv er , p la te s , c u p s , e tc  , on th e  tab le  
D o e s  not se t  ta b le  at all
[49] G en era l D o m estic  A ctiv ity
(C heck ALL s ta te m e n ts  w h ich  a p p ly )
W a s h e s  d is h e s  w ell 
M a k es  b ed  n ea tly
H e lp s  w ith  h o u seh o ld  ch o res  w fien  ask ed  
D o e s  h o u seh o ld  ta sk s rou tin ely  
N o n e  of th e  a b o v e  _____
C. O t h e r  D o m e s t i c  Act/V/t/es ENTER
VI. D O M E S T I C  A C T I V I T Y . A D D
TR IA N G L ES A-C
VII. VOCATIONAL A C T IV ITY
[50] Job C om p lex ity  (C ircle  o n ly  O N E )
P erform s a job req u ir in g  u s e  o f to o ls  or 
m a ch in ery , e  g  . sh op  w ork, s e w in g , e tc . 
P erform s s im p le  w ork, e g , s im p le  g a rd en in g ,  
rnojjping floors, em p ty in g  trash , e tc  
P erform s no work at all
[51] Job P erform an ce
(C heck ALL s ta te m e n ts  w h ich  app ly)
(If "0" IS circled  in item  50 , ch eck  " N o n e  of
th e  a b o v e"  and  e n te r  " 0 "  in th e  c ircle )  
E n d an gers  o th ers  b e c a u s e  o f c a r e le s s n e s s  —
D oes not tak e care of to o ls  —
I s a very  slow  w orker_________________________________ __
D o es  s lo p p y , in accu rate  w ork______________________ __
N one o f th e  a b o v e  _ _ _
[52] W ork H ab its
(C heck  ALL s ta te m e n ts  w h ich  app ly)
(If " 0 "  IS circled  in item  50, ch eck  " N o n e  of 
th e  a b o v e"  and  e n te r  " 0 "  in th e  c ircle  )
Is late from  work w ith ou t g o o d  reason _____________ ___
Is o ften  a b sen t from  w ork____________________________ ___
D oes not co m p le te  |o b s  w ith o u t co n sta n t
en co u ra g em en t_______________________________________
L eaves w ork sta tion  w ith o u t p e rm iss io n
C ru m b les or g r ip es  ab o u t w ork--------------------------------- -----
N on e o f th e  a b o v e  ______
4 -n u m b er  
ch eck ed  =
5 -n u m b er  
c h e ck ed  =
VII. VOCATIONAL A C T IV ITY A D D
50-52
VIII. SELF-DIRECTION  
A. In it ia t ive
[53] In itia tive  (C ircle o n ly  O N E )
In itia tes m o st of ow n a c tiy it ie s , e .g . ,  
ta sk s, g a m e s , e tc .
A sk s if th ere  is so m e th in g  to  d o , or
ex p lo res  su rro u n d in g s, e .g . ,  h o m e, yard , e tc  
W ill e n g a g e  in a c tiv it ie s  o n ly  if a s s ig n e d  or 
d irec ted
W ill not e n g a g e  in a s s ig n e d  a c tiv it ie s , e .g . ,  
p u ttin g  aw ay  to y s , e tc .
[54] P a ss iv ity  
(C heck  ALL s ta te m e n ts  w h ich  app ly)
H as to b e  m a d e  to d o  th in g s  
H as no am b ition
S ee m s  to h a v e  no in ter e st in th in g s  
F in ish es  task last b e c a u s e  of w a s te d  tim e  
Is u n n e ce ssa r ily  d e p e n d en t on  o th ers  for h e lp  
M o v em en t is s low  and s lu g g is h  
N o n e  of th e  a b ove  _____
D oes not app ly , e  g , b e c a u s e  h e  or 
sh e  IS to ta lly  d e p e n d en t on  o th ers  
(If c h e ck ed , e n ter  " 0 "  in th e  c irc le  
to th e  r ight )
A. Ini t i at i ve  ____________________
b-num b er  
ch eck ed  =
A D D
53-54
B. Perseverance
[55] A tten tio n  (C ircle  o n ly  O N E )
W ill pay a tten tio n  to p u rp o se fu l a c tiv it ie s  for 
m ore than fifte en  m in u te s , e g , p lay in g  
g a m e s , r ea d in g , c le a n in g  up  
W ill pay a tten tio n  to  p u rp o se fu l a c tiv it ie s  for a t  
lea st fif te en  m in u te s  
W ill pay a tten tio n  to p u rp o se fu l a c tiv it ie s  for at 
lea st ten  m in u te s  
W ill pay a tten tio n  to  p u rp o se fu l a c tiv it ie s  for at 
le a st five  m in u tes  
W ill not pay  a tten tio n  to  p u rp o se fu l a c tiv it ie s  
for a s long as fiv e  m in u te s
[56] P e r s is te n c e
(C heck ALL s ta te m e n ts  w h ich  ap p ly )  
B ec o m e s  e a s ily  d isc o u r a g ed  
F ails to  carry ou t ta sk s  
J u m p s from  o n e  ac tiv ity  to a n oth er  
N e ed s  c o n sta n t e n c o u r a g e m e n t to  c o m p le te  task
N o n e  of th e  a b o v e  _____
D o es  not a p p ly , e  g . ,  b e c a u s e  he or s h e  is 
to ta lly  in ca p a b le  o f an y  o rg a n ize d  a c tiv it ie s  
(If c h eck ed , e n ter  " 0 "  in th e  c ircle  to the' 
r ight )
B. Perseverance
4-n u m b er  
c h eck ed  =
A D D
55-56
C. Leisure Time
[57] L eisu re  T im e A ctiv ity
(C heck  ALL s ta te m e n ts  w h ich  ap p ly )
O rg a n ize s  le isu r e  tim e  on  a fairly co m p lex  
le v e l, e  g , p la y s  b illia rd s, f is h e s ,  e tc .
H as h ob b y , e g . ,  p a in tin g , em b ro id ery , 
c o lle c t in g  s ta m p s or co in s
O rg a n ize s  le isu re  tim e  a d e q u a te ly  on  a s im p le  
le v e l, e .g . ,  w a tch in g  te le v is io n , lis ten in g  
to p h o n o g ra p h , radio , e tc
N o n e  o f th e  a b o v e
C. Leisure Time
VIII. SELF-DIRECTION
EN TE R
A D D
T R IA N G L ES A-C
IX. RESPONSIBILITY
[58] P erson a l B e lo n g in g s  (C ircle  o n ly  O N E )
V ery d e p e n d a b le -  a lw a y s ta k es  care  o f  
p erson a l b e lo n g in g s
U su a lly  d e p e n d a b le -u s u a lly  ta k es  ca re  of 
p erso n a l b e lo n g in g s
U n r e lia b ie -s e ld o m  tak es  c a re  of p erson a l  
b e lo n g in g s
N ot r e s p o n s ib le  at a l l - d o e s  not tak e  ca re  o f 
p erso n a l b e lo n g in g s
(59] General R esponsibilitv (Circle only O N E) (63] In teraction  W ith O th ers  (C ircle  on ly  O N E )
V ery c o n s c ie n t io u s  and  a s su m e s  m u ch  re-
s p o n s ib il i ty -m a k e s  a sp e c ia l e ffort; th e  a s s ig n e d  
a c tiv it ie s  are a lw ays p erform ed  
U su a lly  d e p e n d a b le -m a k e s  an e ffo r t to  carry out 
resp o n sib ility , o n e  can  b e  rea so n a b ly  certain  
th at th e  a s s ig n e d  ac tiv ity  w ill b e  p erform ed  
U n r e lia b le -m a k e s  little  e ffo r t to  carry out
resp o n sib ility ; o n e  is u n cer ta in  th at th e  a ss ig n e d  
activ ity  w ill b e  p er form ed  
Not g iv e n  r e sp o n s ib ility , is u n a b le  to carry out 
r e sp o n sib ility  at all
IX. RESPONSIBILITY
58-59
X. S O O A L iZ A J lO N
(60] C oop era tion  (C ircle  on ly  O N E )
O ffers  a s s is ta n c e  to o th ers  
Is w illin g  to  h e lp  if ask ed  
N ev er  h e lp s  o th ers
f  (61] C o n s id era tio n  for O th ers
(C h eck  ALL s ta te m e n ts  w h ich  app ly)
S h o w s in ter e st  in th e affa irs o f o th ers  
T akes care  of o th ers  b e lo n g in g s  
D irects or m a n a g e s  th e  a ffa irs of o th ers  w h en  
n e e d e d
S h ow s co n s id era tio n  for o th er s ' fe e lin g s  
N o n e  of th e  a b o v e  ..
(62] A w a r e n e s s  o f O th ers
(C heck  ALL s ta te m e n ts  w h ich  app ly)
R e co g n iz e s  o w n  fam tiv  
R e c o g n ize s  p e o p le  o th er  th an  fam ily  
H as in form ation  abou t o th ers , e .g . ,  job, 
a d d re ss , re la tion  to  se lf  
K n ow s th e  n a m es  of p eo p le  c lo s e  to h im . e  g .
c la s s m a te s ,  n e ig h b o rs  
K n ow s th e  n a m es  of p eo p le  not r eg u la r ly  e n ­
co u n tered  
N on e of th e  a b o v e  _____
In teracts w ith  o th ers  in grou p  g a m e s  or activ ity  
In teracts w ith  o th ers for at lea st a short p er iod  Of 
t im e , e  g , sh ow in g  or o ffer in g  toys , c lo th in g  or 
o b ie c ts
In teracts w ith  o th ers im ita tiv e ly  w ith  little  
in teraction  
D o es  not r esp o n d  to o th ers  in a so c ia lly  
a c c e p ta b le  m anner
(64] P artic ip a tion  in G roup A c tiv itie s
(C ircle  on ly  O N E )
In itia tes  group  ac tiv it ies  (lea d er  and o rgan izer)  
P a rtic ip a tes  in group a c tiv it ie s  sp o n ta n eo u sly  
and  ea g er ly  (active  p artic ip an t)
P a rtic ip a tes  in group a c tiv it ie s  if en co u r a g ed  to 
d o so  (p a ss iv e  p artic ip an t)
D o e s  not p artic ip a te  in grou p  ac tiv it ies
(65] S e lf ish n e s s
(C heck  ALL s ta te m e n ts  w hich  ap p ly)
R e fu se s  to  tak e  turns 
D o es  not sh a re  w ith  o th ers  
G ets  m ad if h e  d o e s  not g e t  h is w ay  
In terru pts a id e  or te a ch er  w h o  is h e lp in g  
an o th e r  p erson  
N on e o f th e  a b o v e  _____
D o e s  not a p p ly , e .g . ,  b e c a u s e  h e  or sh e  has no 
socia l in teraction  or is p rofou n d ly  w ith d raw n . (If 
ch e ck ed , en ter  " 0 "  in th e  c ircle  to  th e  right)
(66 ] S ocia l M aturity
(C heck  ALL s ta te m e n ts  w hich  app ly)
Is too  fam iliar  w ith  s tra n g ers  
Is a fra id  o f s tra n g ers  
D o e s  a n y th in g  to m ak e fr ien d s  
Likes to hold  han d s w ith  e v er y o n e  
Is at s o m e o n e 's  e lb o w  co n sta n tly  
N o n e  o f th e  a b o v e  _____
D o es  not ap p ly , e .g . ,  b e c a u se  h e  or s h e  has no 
so c ia l in teraction  or is p rofou ndly  w ith d raw n . (If 
c h e ck ed , e n ter  '0"  m th e  c ircle  to th e  r igh t.)
4 -n u m b e r  
c h e ck ed  =
5-n u m b er  
c h e ck ed  =
X. SOCIALIZATION A D D
60-66
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INS TR UCT IONS FOR P A R T TW O
Part Two contains only one type o f item. The fo llowing is an example.
[2] D a m a g e s  P erso n a l P rop er ly Occasionally Frequently
R ips, tea rs, or ch ew s  ow n  c lo th in g
S o ils  ow n  property
T ears up  ow n m a g a z in e s , b ook s, 
or o th er  p o s se s s io n s
O th er  (sp ec ify ;
None of the above Total I
Select those of the statements which are true of the Individual being 
evaluated, and circle (1) if the behavior occurs occasionally, or (2) if it occurs 
frequently. Check "None of the Above" where appropriate. In scoring, total 
each column on the bottom (Total) line, and enter the sum of these totals in the 
circle to the right. When "None of the above" is checked, enter 0 in the 
circle to the right. In the above example, the first statement is true occasionally, 
and the last two statements are true frequently; therefore, a score of 5 has 
been entered.
"Occasionally" signifies that the behavior occurs once in a while, or now and 
then, and "Frequently" signifies that the behavior occurs quite often, or 
habitually.
Use the space for "O ther" when;
1. The person has related behavior problems in addit ion  to those circled.
2. The person has behavior problems that are not covered  by any of the
examples listed.
The behavior listed under "O th er"  must be a specific example of the 
behavior problem stated in the item.
Some of the items in Part Two describe behaviors which need not be 
considered maladaptive for very young children (for example, pushing others). 
The question of whether a given behavior is adaptive or maladaptive depends 
on the way that particular behavior is viewed by people in our society. 
Nonetheless, in completing this Scale you are asked to record a person's 
behavior as accurately as possible, ignoring, for the moment, your personal 
biases; then, when you later interpret the impact of the reported behaviors, you 
should take into consideration societal attitudes.
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P AR T  T W O
/. V I O L E N T  A N D  D E S T R U C T I V E  B E H A V I O R
O ccasionally Frequently  
' (41 Threatens or D oes Physical V iolence
U ses threatening gestures  
À Indirectly cau ses injury to others 
f Spits on others
j 'flushes, scratches or pinches others 
' gi.,ills others' hair, ears, etc.
B ites others
^Kicks, strikes or slaps others 
Throws objects at others 
■^Chokes others 
U ses objects as weapons against others 
Aurts anim als 
Qther f specify :
N one of the above Total
£^ 2] D am ages Personal Property
# :p s , tears or chew s own clothing  
Soils own property 
'^Tears up own m agazines, books, or other 
p ossession s  
Other ftporitv: —
g ■ N one of the above Total
[3] D am ages Others' Property
((Rips, tears, or chew s others' clothing  
Soils others' property 
Tears up others' m agazines, books, 
or personal possessions
&ther fsp ec ify :..........
— N one of the above Total
[4) D am ages Public Property
Tears up m agazines, books or other public 
property
ifs overly rough with furniture (kicks,* 
m utilates, knocks it down)
Breaks w indow s ........................
Stuffs toilet with paper, tow els or other solid
objects that cause an overflow ..............
a tte m p ts  to set fires ...................................
O t h e r  f s n e r i f v :  )
1
1
. 1 
, )  1
• N one of the above Total
O ccasionally  
(S] Has Violent Temper, or Tem per Tantrums
1Cries and scream s
Stam ps feet w hile banging objects or 
slam m ing doors, etc.
Stam ps feet, scream ing and yelling  
Throws self on floor, scream ing and yelling  
O ther (specify . . ) __
 :.... . N one of the above Total
/. V I O L E N T  A N D   --------
D E S T R U C T I V E  B E H A V I O R
II. A N T I S O C I A L  B E H A V I O R
[6] T e a ses or G ossips About O thers
G ossips about others
Tells untrue or exaggerated  stories about 
others 
T eases others  
Picks on others  
M akes fun of others  
O ther (specify: f
“ = « “ ~N on e of the above Total
[7] B o sses and M anipulates O thers
Tries to tell others what to do 
D em ands serv ices from others .
Pushes others around  
C auses fights am ong other people  
M anipulates others to get them in trouble 
Other (specify: )
-N one of the above Total
(8) D isrupts O thers' A ctivities 
Is alw ays in the w ay
Interferes w ith others' activ ities, e .g . ,  by 
blocking p a ssa g e , upsetting w heelchairs, etc 
U p sets others' work
Knocks around articles that others are 
working w ith, e .g . ,  puzzles, card gam es, etc.
S n a tch es  th in g s  o u t o f o th er s ' h a n d s ..............
O ther (sp ec ify : ) ....................
  -  N one of the above Total
Frequently
12
Occasionally Frequently
[9] Is Inconsiderate of O thers
K eeos tem perature in public areas
uncom fortable for others, e .g .,  opens or 
closes w indow, changes therm ostat 1 2
Turns TV, radio or phonograph on too
loudly. .   1 2
M akes loud noises w hile others are reading 1 2
Talks too loudly  1 2
Sprawls over furniture or space needed
by others 1 2
Other (specify: )  2
— — — None of the above Total
[TO) Show s D isrespect fdr O thers' Property
4
D oes not return things that w ere borrowed  
U ses others' property without perm ission
^ Loses others' b e lo n g in g s..............................................
D am ages others' property 
J  D oes not recognize the difference betw een  
own and others' property 
|t Other (specify: 1
, — None of the above Total
[11] U ses Angry Language
• U ses hostile language, e .g .,  "stupid  
f  jerk," "dirty p ig ,"  etc. 1 2
^ Sw ears, curses, or u ses ob scene language 1 2
Yells or scream s threats of v i o l e n c e ................  1 2
Verbally threatens others, su ggestin g  physical
violence ......................................1 2
Other (specify: ) 1 2
jj -  N one of the above Total "
II. A N T I S O C I A L  B E H A V I O R ADD
6-11
III. R E B E L L I O U S  B E H A V I O R
O ccasionally Frequently  
[12] Ignores R egulations or R egular Routines
H as negative attitude toward rules but
usually c o n fo r m s ...............................................
Has to be forced to go through waiting  
lines, e .g . ,  lunch lines, ticket lines, etc. 
V iolates rules or regulations, e .g . ,  eats in 
restricteo areas, d isobeys traffic signals,
e tc ...................................................................................
R efuses to participate in required activities, 
e .g .,  work, school, etc.
Other (specify:
[13]
•N one of the above
R esists Following instructions. 
R eq u ests or O rders
Total
Gets upset if given a direct order 
Plays deaf and does not follow instructions 
D oes not pay attention to instructions 
R efuses to work on assign ed  subject 
H esitates for long periods before doing  
assign ed  tasks 
D oes the opposite of what w as requested
Other (specify: ________
- ' None of the above Total
[14] H as Im pudent or R ebellious  
A ttitude Toward Authority
R esents persons in authority, e .g . ,
teachers, group leaders, ward personnel, 
etc. . . .
Is hostile toward people in authority  
M ocks people in authority 
Says that he can fire peop le in authority  
Says relative will com e to kill or harm
persons in authority . . .
Other (specify: )
 None of the above Total
[IS] Is A bsent From, or Late For, the  
Proper A ssign m ents or P laces
Is late to required p laces or a c tiv itie s .
Fails to return to p laces w here he is
supposed  to be after leaving, e .g . ,  going to 
toilet, running an errand, e tc ...........
Leaves place of required activity without 
perm ission, e .g .,  work, c lass, etc.
Is absent from routine activities, e .g .,  
work, class, etc.
Stays out late at night from hom e, hospital 
ward, dormitory, etc.
Other (specify: )
   .......  None of the above Total
13
O ccasionally Frequently
' 16) Runs Away or A ttem pts to Run Away
M te m p ts  to run aw ay from  h o sp ita l, h o m e.
*• or sch oo l grou n d  1
 ^ R yns aw ay from  grou p  a c tiv it ie s , e g  ,
\  p icn ics , sch o o l b u s e s ,  e tc  1
„'^uns aw ay  from  h o sp ita l, h om e, or
sch oo l grou n d  1
E it h e r  (sp e c ify  _______________) 1
.N on e of the abovey
y~17] M isbehaves in Group Settings
Total
V. W I T H D R A W A L
[20] Is Inactive O ccasionally Frequently
Sits  or sta n d s in o n e  p osition  for a long  
period  of tim e  
D o es  n o th in g  but sit and w atch  o th ers  
F alls  a s lee p  in a chair  
L ies on  th e  floor all day  
D o es  not s e e m  to react to a n y th in g  
O th er  ( s p e c i t y __________________ )
-None of the above Total
In terru pts grou p  d is c u s s io n  bv ta lk ing  
ab ou t u n re la ted  top ics  
t^ isrupts g a m e s  by re fu s in g  to loi low  ru les  
D isru p ts  grou p  a c tiv it ie s  by m ak ing  loud  
^ n o is e s  or by a c tin g  up
D o es  not stay  in sea t d u rin g  le sso n  p eriod , 
lu n ch  p er iod , or o th er  grou p  se s s io n s  
O ther (sp e c ify  )
 ^ None of the above Total
(2 1 1 Is W ithdrawn
S e e m s  u n aw are  of su rrou n d in gs  
Is d ifficu lt to reach or con tact 
Is a p a th etic  and u n resp o n s iv e  in fe e lin g  
H as a blank stare  
H as a fixed  e x p ress io n  
O th er  (sp ec ifv
•None of the above Total
II R E B E L L I O U S  B E H A V I O R
ADD
12 - 1:
IV. U N T R U S T W O R T H Y  B E H A V I O R
^}18] Takes O thers' Property W ithout 
 ^ P erm ission
(22) Is Shy
Is tim id  and sh y  in socia l s itu a tio n s  
H id es  fare  in grou p  s itu a tio n s , e  g 
p a r tie s , inform al g a th er in g s , e tc . 
D o e s  not m ix w ell w ith  o th ers  
P refers  to  b e  a lon e  
O th er  (sp e c ity  ______  J
■None of the above Total
H as  b e e n  s u s p e c t e d  of s tea l in g  
• K ik v s  o th er s '  b e lo n g i n g s  it not kept in 
p la ce  or locked  
Takes o th er s '  b e l o n g i n g s  from pockets ,
1  ^ p u r s e s , d r a w e rs , e tc  
T akes o th er s ' b e lo n g in g s  by o p en in g  or 
 ^ b reak in g  locks
O ther  ( s p e c i f y  _____________ '
— —  None of the above Total
V. W I T H D R A W A L U
A D D
20-22
VI. S T E R E O T Y P E D  B E H A V I O R  
A N D  O D D  M A N N E R I S M S
f^ |1 9 ] L ies or C h ea ts
 ^ Twists  th e truth to o w n  a d v a n ta g e  
C h e a ts  m g a m e s ,  te s t s ,  a s s ig n m e n ts ,  
etc
t i e s  about s i tu a t ion s  
• 1. 1 e s  about self  
r  1 tes  about o th ers
fther ( sp ec i fy  ........... . —,
None of the above Total
V. U N T R U S T W O R T H Y  B E H A V I O R  .â E E -
18-19
1 4
[23] Has Stereotyped Behaviors
D ru m s fin g er s  
Taps teet co n tin u a lly  
H as h an d s co n sta n tly  in m otion  
S la p s, scr a tc h e s , or rubs se lf  con tin u a lly  
W a v e s  or sh a k es  parts of th e  body  
rep ea ted ly  
M o v es  or rolls h ea d  back and forth  
R ocks body back and forth  
P a ces  th e floor
O th er  (sp e c ify  ______________  >
________N on e of the above Total
Occasionally Frequently
[24] H as Peculiar P osture or Odd 
M annerism s
H olds head tilted 1 2
t- Sits with knees under chin 1 2
W alks on tiptoes 1 2
A Lies on floor with feet up in the air . 1 1 2
W alks with fingers in ears or with
r hands on head 1 2
k
Other (specify: ) 1 2
— — N one of the above Total
VI. S T E R E O T Y P E D  B E H A V I O R A D D
4
A N D  O D D  M A N N E R I S M S 23-24
VII. I N A P P R O P R I A T E  I N T E R P E R S O N A L  
M A N N E R S
[25] H as Inappropriate interpersonal 
M anners
Talks too c lose  to others' faces  
Blows on others' faces  
Burps at others  
K isses or licks others 
H ugs or sq u eezes others
Touches others inappropriately.................................
H angs on to others and does not let go 
Other (specifv: )
——— N one of the above Total
VII. I N A P P R O P R I A T E  
I N T E R P E R S O N A L  M A N N E R S
IX.  U N A C C E P T A B L E  O R  
E C C E N T R I C  H A B I T S
Occasionally Frequently
[27] H as Strange And U nacceptable  
H abits
S m ells e v e r y th in g .......................................................... 1 2
Inappropriately stuffs things in pockets
shirts, d resses or sh o es............................................ 1 2
Pulls threads out of own clothing 1 2
P lays with things he is w earing, e .g . ,  shoe
string, buttons, etc 1 2
S aves and w ears unusual articles, e .g ..
safety pins, bottle caps, etc. 1 2
H oards things, including foods 1 2
P lays with spit 1 2
Plays with feces or urine 1 2
Other (specify: ) ........................... i - %
•———— N one of the above Total
[28] H as Unacceptable Oral H abits
Drools 1 2
Grinds teeth  audibly 1 2
Spits on the floor 1 2
B ites fingernails 1 2
C hew s or sucks fingers or other parts
of the body 1 2
C hew s or sucks clothing or other
inedibles 1 2
Eats inedibles 1 2
Drinks from toilet stool 1 2
Puts everything in mouth 1 2
O ther (specify: . 1 2 _2
■None of the above Total
VIII. U N A C C E P T A B L E  V O C A L  H A B I T S
[26] H as D isturbing Vocal or 
Speech  H abits
G igg les hysterically  
Talks loudly or yells at others 
Talks to self loudly 
Laughs inappropriately  
M akes grow ling, hum m ing, or other 
unpleasant noises  
R epeats a word or phrase over and over 
M im ics others' speech  
Other (specifv: 1
• N one of the above
V i a .  U N A C C E P T A B L E  V OC A L  
H A B I T S
Total
ENTER
26
[29] R em oves or Tears Off Own 
Clothing
Tears off buttons or zippers 
Inappropriately rem oves shoes or socks 
U n d resses at the wrong tim es 
Takes off all clothing w hile on the toilet 
Tears off own clothing 
R efu ses to w ear clothing 
O ther (specifv: )
•—— •N one of the above
Total
15
Occasionally Frequently
rii] Has Other Eccentric Habits 
and Tendencies
overly particular about places to sit
by window,
or sleep
ipds in a favorite spot, e  g 
by door, etc 
-fk by anything that vibrates 
afraid to clim b stairs or to go  
"down stairs
not want to be touched  
( earns if touched
fsoecifv: 1
\  None of the above Total
U N A C C E P T A B L E  O R  
E C C E N T R I C  HA B I T S
4.
ADD
27-30
X. S E L F - A B U S I V E  B E H A V I O R
f  Does Physical Violence to Self 
r?s or cuts self 
J o s  or strikes self
j  igs head or other parts of the body 
iga in st objects 
own hair, ears, etc, 
atches or picks self causing injury 
and sm ears self 
•posely provokes abuse from others 
<s at any sores he m ight have 
es ob jects in own ears, ey es , nose, or
Total
er (specify:
None of the above
S E L F - A B U S I V E  B E H A V I O R
*KI. H Y P E R A C T I V E  T E N D E N C I E S
Has Hyperactive Tendencies
k
{ ks ex cessiv e ly  
II not sit still for any length of tim e 
istan tly  runs or jum ps around the room 
^ r hall
jives or fidgets constantly . . .
. ler  (specify:________________ J
None of the above
Total
H Y P E R A C T I V E  T E N D E N C I E S
32
XII.  s e x u a l l y  a b e r r a n t  B E H A V I O R
(33] Engages in Inappropriate 
Masturbation
Has attem pted to m asturbate openly  
M asturbates in front of others 
M asturbates in group  
Other (specify )
Occasionally Frequently
•None of the above
Total
(34] Exposes Body Improperly
E xposes body unnecessarily  after 
using toilet 
Stands in public p laces with pants 
down or with dress up 
E xposes body excessively  during activities, 
e g , playing, dancing, sitting, etc. 
U ndresses in public p laces, or in 
front of lighted windows 
O ther fsoecifv  _______  )
■None of the above
Total
(35] Has Homosexual Tendencies
Is sexually attracted to m em bers of 
the sam e sex  
Has approached others and attem pted  
hom osexual acts 
Has en gaged  in hom osexual activity  
O ther (specify: )
None of the above
Total
[36] Sexual Behavior That Is 
Socially Unacceptable
is overly seductive in appearance or 
actions 1
H ugs or caresses too intensely in 
public 1
N eeds w atching with regard to 
sexual behavior 1
Lifts or unbuttons others' clothing to 
touch intim ately 1
H as sexual relations in public p laces 1
Is overly a g g ressive  sexually 1
H as raped o th e rs ............................................................... 1
Is easily  taken advantage of sexually .......................... 1
O ther (specify . ) .............................
None of the above
XII.  S E X U A L L Y  A B E R R A N T  
B E H A V I O R
ADD
33-36
XIII.  P S Y C H O L O G I C A L  D I S T U R B A N C E S Occasionally Frequently
Occasionally Frequently 
^ (37) Tends to Overestimate Own Abilities
D o es  not rec o g n ize  ow n
lim itation s  
H as too  h igh  an  op in ion  of se lf 
Talks abou t fu tu re  p la n s  th at are  
u n rea lis tic  
O th er  ( s p e c i f y ; _____________ — )
None of the above
(38) Reacts Poorly to Criticism
D o es not talk w h e n  co rrec ted  
W ith d raw s or p ou ts w h en  critic ized  
B eco m e s  u p se t w h en  cr itic ized  
Screa m s and  c r ies  w h en  co rrec ted  
O th er  (sp ec ify : __)
•None of the above
(39) Reacts Poorly to Frustration
B la m es  ow n  m is ta k es  on  o th ers  
W ith d ra w s or p ou ts  w h en  th w arted  
B ec o m e s  u p se t w h en  th w arted  
T h row s te m p er  tan tru m s w h en  d o e s  
not g e t  ow n w ay  
O th er  (sp ec ify  )
•None of the above
Total
Total
Total
(42) Has Hypochondriacal Tendencies
C om p la in s  ab ou t im ag in ary  ph ysica l  
a ilm en ts  
P r e ten d s  to b e  ill 
A cts  sick a fter  i lln e ss  is ov er  
O th er  (sp ec ify : )
None of the above Total
[431 Has Other Signs of Emotional 
Instabilities
C h a n g e s  m ood  w ith ou t a p p a ren t reason  
C o m p la in s  of bad  d rea m s  
C ries ou t w h ile  a s le e p  
C ries for no ap p aren t reason  
S e e m s  to  h a v e  no em o tio n a l contro l 
V om its w h en  u p se t  
A p p ea rs  in se cu re  or fr ig h te n ed  in 
d a ily  a c tiv it ie s  
T alks ab ou t p e o p le  or th in g s  that 
c a u se  u n rea lis tic  fears  
T alks ab ou t su ic id e  
H as m a d e  an a ttem p t at s u ic id e  
O th er  (sp ec ify : )
■ .-rr-,-ITT. None of the above
XIII.  P S Y C H O L O G I C A L  
D I S T U R B A N C E S
Total
ADD
37-43 »
(40) Demands Excessive Attention or 
\ Praise
W a n ts  e x c e s s iv e  p ra ise  
Is je a lo u s  o f a tten tio n  g iv e n  to o th ers  
D e m a n d s  e x c e s s iv e  rea ssu r a n c e  
A cts  s illy  to  g a in  a tten tio n  
O th er  ( s n e c ifv : 1
■ None of the above Total
(41) Seem s To Feel Persecuted
C o m p la in s  o f u n fa irn ess , e v en  w h en  
eq u a l sh a res  or p r iv ile g e s  h a v e  b een  
g iv e n
C o m p la in s , “ N o b o d y  lo v es  m e "
S a y s , " E v ery b o d y  p ick s  on  m e "
S a y s, “ P e o p le  talk ab ou t m e "
S a y s , “ P eo p le  are  a g a in s t  m e "
A c ts  s u sp ic io u s  o f  p e o p le  
O th er  (sp e c ify  )
XIV.  US E O F  M E D I C A T I O N S
(44) Use of Prescribed Medication
U s e s  tran q u ilizers  
U s e s  s ed a tiv e s  
U s e s  a n tico n v u lsa n t d ru g s  
U s e s  stim u la n ts  
O th er  (sp ec ify :
■None of the above Total
XIV.  U S E  O F  M E D I C A T I O N S ENTER.
None of the above Total
17
IIdentification
Age
S ex
D ate o f  A d m in is tra tio n
DATA SUMMARY SHEET - AAMD ADAPTIVE BEHAVIOR SCALE
PART ONE
, A  Fating 
8. Toilet Use 
<C. Cleanliness 
%P. Appearance 
K L  Care o f  C loth ing .
Dressing & Undressing 
\ Travel 
H. General Independent Functioning
^  I. IN D E P E N D E N T  F U N C T IO N IN G
5e/7SO/y Developm ent 
M o to r Developm ent
A . M oney Handling and Budgeting 
8. Shopping Skills
Ï
II. P H Y S IC A L  D E V E L O P M E N T
I I I .  E C O N O M IC  A C T IV IT Y
IV . L A N G U A G E  D E V E L O P M E N T
V. N U M B E R S  A N D  T IM E
A. Expression 
^ B. Comprehension 
C. Social Language Developm ent
L A , Cleaning 
j k .  Kitchen Duties  
C^. O ther Domestic Activities
 ^ VI. D O M E S T IC  A C T IV IT Y  
*'■ V II. VOCA T IO N A  L A C T IV IT Y
►4. In itiative  
^8. Perseverance 
C. Leisure Time
t V III. S E L F -D IR E C T IO NIX . R E S P O N S IB IL IT Y
X . S O C IA L IZ A T IO N
III
IV
V
VI
VII
*
VIII
IX
X
Y
Appendix 11
NAME
DIRECT OBSERVATION OF COMMUNITY SKILLS 
  DATE.............................  ASSESS NO............
PEDESTRIAN CROSSING
Pushes button to activate 
crossing
Waits on pavement
Pays attention to light 
signal while waiting
Starts crossing while green 
man is on & it is safe to
Walks briskly over the 
crossing
OVERALL
CANTEEN
Knows where to order
Ability to choose
Ability to ask for what they 
want
Use of please and thank-you 
Eye Contact 
Clarity of voice 
Confidence
Ability to handle money
Ability to carry tray
Successfully collect trays, 
sugar, cutlery, etc
OVERALL
0
DIRECT SKILLS ASSESSMENT 
ROAD CROSSING
Positions self so can see 
clearly and stops to check
[
Looks both ways for traffic
Acts appropriately for the 
situation
Walks briskly across road
Keeps looking around while 
crossing
OVERALL
SHOPPING
Knows where to choose
Ability to choose
Knows where to pay
Ability to handle money 
Clarity of voice 
Confidence 
OVERALL
1  2 _______ 3 ________ 4 ________5 ___
Very poor Low level Quite Moderate Quite Good
couldn’t of skill poor, mod level of good skills
be worse aspects skill skills
Excellent 
couldn’t 
be better
BUS PHONE
Ability to board bus
Ability to show pass/state 
fare
Ability to find seat 
Clarity of voice 
Confidence 
Eye contact 
OVERALL
Ability to lift receiver 
Ability to insert money
Ability to dial
Ability to replace receiver
Ability to collect change
OVERALL
0
Very poor 
couldn’t 
be worse
1
Low level 
of skill
4
Quite Moderate
poor, mod level of 
aspects skill
Quite
good
skills
Good
skills
Excellent 
couldn’t 
be better
H
A
\
Appendix 11 
Direct Observation O f Community Skills
Appendix 12
Assessment of Confidence in Own Community Skills
Appendix 12
ASSESSMENT OF CONFIDENCE IN OWN COMMUNITY SKILLS
NAME............................ DATE.......................  ASSESS NO................................
BUS TRAVEL
1. Would you feel nervous about travelling on a bus? Y/N
2. Would you know how to travel by Bus? Y/N
3. Would you feel nervious about travelling by bus if it was very busy? Y/N
4. Would you feel nervious about getting on a bus? Y/N
5. Would you be able to get on a bus? Y/N
6. Would you feel nervous about getting off the bus? Y/N
7. Would you be able to get off the bus okay? Y/N
8. Do you know how to stop the bus if you want to get off? Y/N
9. Would you feel nervous about stopping the bus? Y/N
ROAD CROSSING
1. Would you feel nervous about crossing the street? Y/N
2. Would you feel nervous about crossing the street if it was very busy? Y/N
3. Would you know how to use a green man crossing? Y/N
4. Would you feel nervous about using a green man crossing? Y/N
5. Would you feel nervous about being in a crowded street? Y/N
6. Would you know how to use a moving stairway? Y/N
7. Would you feel nervous about using a moving stairway? Y/N
COMPLIMENTS
1. Would you feel nervous about giving someone a compliment? Y/N
2. Would you know how to give someone a compliment? Y/N
3. Would you be embarrassed about giving a compliment? Y/N
4. If someone paid you a compliment, would you know what to do? Y/N
CAFETERIA SKILLS
1. Would you feel nervious about going to the cafe? Y/N
2. Would you feel nervous about going to the cafe if it was very busy? Y/N
3. Would you know where to go and order something in a cafe? Y/N
4. Would you be able to choose what you wanted to eat or drink in a cafe? Y/N
5. Would you feel nervous about choosing what you wanted to eat or drink? Y/N
6. Would you be able to ask the assistant for what you wanted? Y/N
7. Would you feel nervous about asking the assistant for what you wanted? Y/N
8. Would you be able to give the correct money and collect your change? Y/N
9. Would you feel nervous using money in a cafe? Y/N
10. Would you be able to find your way to a seat for the serving hatch? Y/N
11. If the cafe was very busy, would you ask if you could sit at
someone else’s table? Y/N
12. Would you feel nervous walking through the cafe with whatever you
had ordered? Y/N
CONVERSATION
Would you feel nervous about talking to one person? Y/N
Would you feel nervous about talking to more than one person? Y/N
Would you know how to start talking to one person? Y/N
Would you know how to start talking to more than one person? Y/N
Would you know how to start talking to more than one person? Y/N
Would you feel nervous about asking one person questions? Y/N
Would you feel nervous about asking more that one person questions: Y/N
Would you know how to end a conversation? Y/N
Would you feel nervous about ending a conversation with one person? Y/N
10. Would you feel nervous about ending a conversation with more than
one person? Y/N
STRANGERS
1. Would you know how to ask someone to go somewhere? Y/N
2. Would you feel nervous about asking a person to go someplace? Y/N
3. If someone asks you to go someplace and you do not want to go,
would you know what to say? Y/N
4. If someone asks you to go someplace, would you feel nervous about
saying you do not want to go? Y/N
5. If a stranger asks you to go somewhere, would you know what to say? Y/N
6. If a stranger asks you to go someplace, would you feel nervous about
saying that you do not want to go? Y/N
7. If a stranger keeps asking you to go someplace, would you know what
to do? Y/N
8. If a stranger keeps asking you to go someplace, would you feel nervous? Y/N
9. Would you feel too nervous to walk away? Y/N
PUB SKILLS
1. Would you feel nervous about going to the pub? Y/N
2. Would you feel nervous about going to the pub ifit was very busy? Y/N
3. Would you know where to go to order a drink in a pub? Y/N
4. Would you be able to choose what to drink? Y/N
5. Would you feel nervous about choosing what to drink? Y/N
6. Would you be able to ask the person behind the bar for what you
wanted? Y/N
7. Would you feel nervous about asking for what you wanted? Y/N
8. Would be able to give the correct money and collect your change? Y/N
9. Would using money in a pub make you feel nervous? Y/N
rs
Appendix 13 
Staff Rating O f Social Skills
STAFF RATING OF SOCIAL SKILLS
BASIC NON-VERBAL SKILLS
Appendix 13
FACIAL
EXPRESSION
Extremely
inappropriate
Excessive
glaring/grinning
Frequently 
inappropriate 
to situation
Little change 
with situation 
neutral / blank
Usually 
appropriate 
Occasional 
excess of 
frowning
Always 
appropriate to 
situation Relaxed
POSTURE Extremely 
inappropriate 
Severe and 
continuous 
slouching etc.
Frequent 
slouching or 
excessive 
tense/rigid 
Tightly folded 
limbs
Posture 
sometimes too 
casual / tense
Usually
appropriate but 
can be slightly 
too relaxed
Always 
appropriate 
Poised but 
relaxed. Arms 
down, back 
straight etc.
GESTURES Total absence 
or severe 
excess of 
gestures
Frequent 
excessive or 
inadequate 
use. Gross 
hand
movements
Moderately 
excessive or 
inadequate use
Slightly 
excessive or 
inadequate use
Uses gesture for 
emphasis / 
information 
appropriate
EYE
CONTRACT
Total gaze 
aversion or 
continuous 
intense staring
Frequent gaze 
aversion or 
inappropriate 
staring
Moderate 
inadequacy or 
excessive 
staring
Usually 
appropriate 
Occasional 
avoidance or 
stares under 
stress
Always
appropriate Used 
at intervals in 
conversation and 
as a cue for 
others
NON VERBAL RESPONSES
SOCIAL
DISTANCE
Extremely 
inappropriate 
Always too 
close or too
Frequently 
too close or 
distant
Makes others 
feel
Sometimes
shows
inappropriate
distance
Usually
appropriate May 
be less so when 
stressed
Always
appropriate to the 
situation
FIDDLING
MOVEMENTS
Extremely 
inappropriate 
movement, 
position 
shifting etc.
Frequent and
excessive
fidgeting
Excess of 
fiddling and 
fidgeting in 
conversation 
/under stress
Occasionally 
inappropriate 
e.g. fiddling with 
clothes during 
conversation
Always
appropriate Shifts 
position as 
necessary
SMILING/
LAUGHING
Total absence 
or continuous 
inappropriate 
smiling
Rarely smiles 
in situations 
which cues 
smiling
Sometimes fails 
to smile when 
appropriate or 
smiles
inappropriately
Usually 
appropriate 
Occasionally 
fails to smile 
when
appropriate
Always
appropriate e.g. 
in response to 
jokes
HEAD
MOVEMENTS
Total absence of 
appropriate 
movements or 
continuous 
movement
Rarely uses 
appropriate 
head
movements
Moderately 
inadequate or 
excessive use of 
head movements
Usually
appropriate Slight 
under use of head 
movements
Always appropriate 
for
agree/disagreeing 
when listening
QUALITY OF SPEECH
AMOUNT
SPOKEN
Extremely 
minimal Mostly 
one word brief 
statements 
Hardly speaks
Very minimal 
or excessive 
Monopolises 
the
conversation
Moderate 
excess or 
inadequacy of 
speech
Usually 
appropriate 
Occasional slight 
excess of 
inadequacy
Always appropriate 
to situation 
Appropriate length 
and frequency of 
utterance
LATENCY OF 
RESPONSE
Always
extremely slow 
in responding 
Abnormal delay
Frequently 
very slow in 
responding 
Makes others 
feel
uncomfortable
Sometimes 
rather slow in 
response 
during
conversations
May be slight 
delay, but 
infrequent and 
not very 
obvious. May 
rush/become 
muddled
Rapid response 
Formulates words 
quickly
No obvious delay
HESITATIONS 
AND PAUSES
Frequently and
excessive
pauses,
hesitations
Extremely
broken, hard to
follow
Frequent 
moderately 
severe pauses 
or infrequent 
prolonged 
hesitations
Occasional 
moderate 
pauses or 
hesitations 
Flow hardly 
impaired
Speech usually 
unbroken but 
occasional minor 
pauses or 
hesitations
Speech flows well 
no obvious pauses 
or hesitations
DYSFLUENCY Continuous 
severe probs 
e.g. stuttering 
uhmms v. diff 
to understand
Frequent 
dysfluencies 
quite hard to 
understand
Sometimes
shows
dysfluencies of
moderate
severity
Occasional slight 
dysfluencies 
particularly 
under stress
No obvious 
dysfluencies 
Speech easy to 
understand
CONTENT OF SPEECH
REPETITION Excessive and 
inappropriate 
repetitions of 
statements / 
info during 
conversations
Frequent
inappropriate
repetitions
Sometimes
repeats
info/phiases
when
inappropriate
Repetitions 
usually only 
when
appropriate 
Slight excess 
during excess 
clarification
Repeats only when 
appropriate
INTER­
RUPTIONS
Very high 
frequency 
persistent and 
irritating 
butting in
Frequent
inappropriate
interruptions
Occasional
inappropriate
interruptions
Infrequent 
interruptions 
Usually allows 
others to finish
Never interrupts 
unless OK to do so 
Makes excusing 
comments
INTEREST
CONTENT
Aways
extremely
boring.
Excessive talking 
about self
Often very 
boring Fails to 
select topics for 
listeners 
interest
Occasionally 
boring to listener
Usually quite 
interesting 
Selects topics to 
interest listener
Aways interesting 
and informative
RELEVANCY Aways wanders 
off topic 
Extreme 
digressions 
Rapid topic 
switching
Frequently 
wanders off 
subject 
Discusses 
topics
inappropriate 
to sit
Occasional 
inappropriate 
digressions 
irrelevant topics 
during
conversations
Content usually 
relevant and 
appropriate v. 
occasional 
digressions
Aways sticks to 
relevant and 
appropriate topics of 
conversation
LISTENING SKILLS
PERSONAL
SELF
DISCLOSURE
Total absence 
of self
disclosures or 
excessive 
extremely 
personal info.
Frequent lack 
or excess of 
personal 
disclosure 
May
embarrass
others
Moderate 
lack/excess of 
personal 
experience 
history, 
feelings etc.
Frequency and
content usually
appropriate
Occasionally
inadequate/
excessive
Aways 
appropriate to 
situation makes 
others feel at 
ease as listener
QUESTION
TYPE
FEEDBACK
Total absence 
whilst other is 
speaking or 
questioning 
responses are 
inappropriate
Very low 
frequency of 
question type 
feedback or 
rarely 
appropriate
Sometimes 
provides such 
feedback but 
frequency 
inadequate
Slight
inadequacy of
appropriate
feedback
High frequency 
of appropriate 
question type 
responses e.g. 
Oh? really? Did 
you?
REFLECTION Total; absence 
of reflections 
in listening role
Very low 
frequency
Inadequate but 
occasional use 
of accurate 
reflections
Frequent use 
but tend to be 
slightly 
inaccurate
Frequency use 
of reflections 
appropriate to 
content of 
conversation
ACKNOWLED­
GEMENTS
Total absence 
in listening role
very low 
frequency of 
acloiowledging
Inadequate but 
occasional use
Frequent use 
but slight 
inadequacy
Frequent use of 
appropriate 
acknowledgeme 
nt e.g. mm, ah,
I see
BASIC CONVERSATION SKILLS
A-
LENGTH OF 
REPLY TO 
QUESTIONS
Aways 
extremely 
brief. Usually 
one word
Usually very 
brief
Sometimes 
very brief or 
usually 
excessively 
long
Answers usually 
full and 
appropriate 
length but 
occasionally too 
long/short
Aways full 
provides 
required info. 
May qualify 
/extend answers
>- INFORMATION Conversations Usually Sometimes Usually Aways containCONTENT always contain contains fails to provide adequate and useful and
minimal info minimal or adequate info. appropriate info. appropriate
Usually related inappropriate relevant info.
to topic info.
FREQUENCY OF Total absence Infrequent Moderate Usually high Frequency
QUESTION extremely frequency. Not frequency when alwaysASKING inadequate adequate taking appropriate to
question lead/major roles. situation
asking Slightly
inadequate
FREQUENCY OF Total absence Very low Moderate but Usually high but Aways
INITIATION during frequency inadequate occasional appropriate
conversation Fails to frequency. inadequacy e.g.
Fails to maintain Can lead to with strangers
A maintain conv. in lead conv.
conversation role other s breakdown
feel
Appendix 14 
Staff Rating O f Interpersonal Skills
Appendix 14
NAME:
DATE:
STAFF RATING OF INTERPERSONAL SKILLS 
RESPONDENT:
LENGTH OF TIME KNOWN TO CLIENT:
Has friends amongst None 
peers
No close One close Several
friend friend friends at
least one
Talks freely with 
peers
Joins in activities 
with peers
Is bullied by others
Will talk in group 
situations
Avoids peer 
interaction
Never
Never
Rarely
Rarely
Very often Often 
Never Rarely
Becomes aggressive Aways
or loses temper when 
teased by peers
Will start up a Never
conversation with 
peers appropriately
Joins in activities Never
with family /
residents
Initiates Never
conversations with 
family / staff
Approaches staff / Never
family appropriately
with
requests/questions
Sometimes Rarely 
Sometimes Often
Many 
friends at 
least two 
good ones 
AwaysSometimes Usually 
Sometimes Usually Very often
Never 
Very often
Aways Often Sometimes Rarely Never
Rarely Sometimes Often Very often
Rarely Sometimes Often Very often
Rarely Sometimes Often Very often
Rarely Sometimes Often Very often
À
1 2 3 4 5
Talks freely to family 
/ staff about general 
topics
Never Rarely Sometimes Often Very often
'* Is verbally aggressive 
towards family / staff
Aways Often Sometimes Rarely Never
■4
<
Becomes angry 
when criticised by 
family / staff
Aways Usually Sometimes Rarely Never
Refuses family / staff 
requests & 
instructions
Aways Often Sometimes Rarely Never
Argues
inappropriately with 
family / staff if 
prevented from 
doing something 
he/she wants to do
Aways Usually Sometimes Rarely Never
dk
Engages/
disengages good eye 
contact
appropriately in 
conversation
Very poor Poor Moderate Good Very good
> Facial expression is appropriate to 
situation
Never Rarely Sometimes Usually Aways
X '
Response to 
questions
Very brief Poor Moderate Adequate Detailed
Posture Very poor Poor Moderate Good Excellent
Ÿ
Uses tone and pitch 
for emphasis
Very poor Poor Moderate Good Very good
Clarity of speech Very poor Poor Moderate Good Very good
»!■
Fidgets & fiddles 
with hands during 
conversations
A1 the 
time
Often Sometimes Rarely Never
Laughs and smiles 
appropriately
Fluency of speech
Never or
continually
grins
Rarely Sometimes Usually Always
Extremely Very poor Moderate Good
poor
hesitate
stutter
Excellent
Please rate the above named on a 10 point scale of general social skills performance: 
1 2 3 4 5  6 7 8  9 10
Extremely Poor Moderate Excellent
Appendix 15 
Self Rating O f Interpersonal SIdlls
Appendix 15
SELF RATING INTERPERSONAL SKILLS
Name: ............................................. Date of Birth: ......................  Age:
Date: ............................................... Questionnaire Administrator:.. ...........
Read through the list carefully and ascertain whether or not the trainee has difficulty 
with the following problems.
DO YOU:
1 . Feel shy with strangers? YES NO
2. Find it hard to make friends in a new place? YES NO
3. Sometimes stammer or stutter when you talk? YES NO
4. Find you don’t have many friends? YES NO
5. Find it hard to take orders? YES NO
6. Feel that a lot of other people don’t like you? YES NO
7. Feel shy with the opposite sex? YES NO
8. Wish that more people liked you? YES NO
9. Find it hard to think of things to say to strangers? YES NO
10. Find it hard to say you’re sorry? YES NO
11. Find it hard to go into a shop to ask for something? YES NO
12. Find it hard to ask a member of staff for something you want? YES NO
13. Get teased a lot? YES NO
14. Not know what to say to people when you first meet them? YES NO
15. Find you lose your temper easily? YES NO
16. Get embarrassed easily? YES NO
17. Have difficulty looking people in the eye when they are
talking to you? YES NO
18. Often butt in and interrupt people when they are talking? YES NO
19. Often lose your temper when people tease you? YES NO
20. Find it hard to stick up for yourself against others? YES NO
21. Worry what you would say to a male / female if you want
out with them? YES NO
22. Feel awkward meeting new people? YES NO
23. Find it hard to talk to people you know? YES NO
24. Get bullied often by other people? YES NO
25. Feel uncomfortable at parties or discos? YES NO
26. Feel nervous with strangers? YES NO
27. Find it hard to talk to males / females? YES NO
28. Feel uncomfortable if you’re the centre of attention in a group? YES NO
29. Find you talk too much? YES NO
30. Find it hard to make friends? YES NO
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31. Find you talk too loudly? YES NO
32. Find it hard to ask for help if you have a problem? YES NO
33. Often worry that you might make a fool of yourself in front
of people? YES NO
34. Wish you had more friends? YES NO
35. Find it hard to ask other people if you can join them? YES NO
36, Find it hard to talk in front of a lot of people? YES NO
37. Find it hard to tell people if you don’t understand what they
have said? YES NO
38 Find it hard to keep a conversation going with s stranger? YES NO
39. Find you talk too quietly? YES NO
40. Find that other people can easily get you to do things that
you don’t want to do? YES NO
Appendix 16 
General Health Questionnaire
GENERAL HEALTH QUESTIONNAIRE
Appendix 16
GHQ-30
Please read this carefully;
We should like to know if you have had any medical complaints, and how your health has been In 
general, over the past few weeks. Please answer ALL the questions on the following pages simply by under­
lining the answer which you think most nearly applies to  you. Remember tha t we w ant to  know about 
present and recent complaints, not those th a t you had in the past.
It is im portant tha t you try to  answer ALL the questions.
Thank you very much for your co-operation.
HAVE YOU RECENTLY:
1 — been able to  concentrate on whatever
you're doing?
2 — lost much sleep over worry?
3 — been having restless, disturbed nights?
4 — been managing to  keep yourself
busy and occupied?
5 — been getting ou t of the house as
much as usual?
6 — been managing as well as m ost people
would in your shoes?
7 — felt on the whole you
were doing things well?
8 — been satisfied with the way you've
carried ou t your task?
9 — been able to  feel warmth and
affection for those near to  you?
10 — been finding it easy to  get on with
other people?
11 — spent much time chatting with people?
12 — felt th a t you are playing a useful part
In things?
13 — felt capable of making decisions about
things?
Better 
than usual
Same 
as usual
Less
than usual
Much less 
than usual
Not at all No more 
than usual
Rather more 
than usual
Much more 
than usual
Not 
at all
No more 
than usual
Rather more 
than usual
Much more 
than usual
More so 
than usual
Same 
as usual
Rather less 
than usual
Much less 
than usual
More so 
than usual
Same 
as usual
Less
than usual
Much less 
than usual
Better 
than most
About 
the same
Rather less 
well
Much less 
well
Better 
than usual
About 
the same
Less well 
than usual
Much 
less well
More
satisfied
About same 
as usual
Less satisfied 
than usual
Much
less satisfied
Better 
than usual
About same 
as usual
Less well 
than usual
Much 
less well
Better 
than usual
About same 
as usual
Less well 
than usual
Much 
less well
More time 
than usual
About same 
as usual
Less tim e 
than usual
Much less 
than usual
More so 
than usual
Same 
as usual
Less useful 
than usual
Much less 
useful
More so 
than usual
Same 
as usual
Less so 
than usual
Much less 
capable
PLEASE TURN OVER
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Appendix 17
ZUNG ANXIETY SCALE
None/a Some of Good Most
little of 
the time
the time part of 
the time
of the 
time
1 I feel more nervous and anxious 
than usual
0 1 2 3
2 I feel afraid for no reason at all 0 1 2 3
3 I get upset easily or panicky 0 1 3 3
4 I feel like I’m falling apart/going to 
pieces
0 1 2 3
5 I feel everything is okay and nothing 
bad will happen
0 1 2 3
6 My arms and legs shake and tremble 0 1 2 3
7 I’m bothered by neck/back 
pain/headaches
0 1 2 3
8 I feel weak and get tired easily 0 1 2 3
9 I feel calm & can sit still easily 0 1 2 3
10 I can feel my hear beating fast 0 1 2 3
11 I get dizzy spells 0 1 2 3
12 I have fainting spells or feel like it 0 1 2 3
13 I can breathe in/out okay 0 1 2 3
14 I get numbness/tingling in my 
fingers/toes
0 1 2 3
15 I am bothered by stomach 
aches/indigestion
0 1 2 3
16 I have to empty my bladder often 0 1 2 3
17 My hands or dry and warm 0 1 2 3
18 My face gets hot/blushes 0 1 2 3
19 I fall asleep easily and get a good 
night’s sleep
0 1 2 3
20 I have nightmares 0 1 2 3
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Zung Depression Scale
ZUNG DEPRESSION SCALE
Appendix 18
Rarely/at A little Moderate Most of
no time some of amount of the time
> 1 day the time time 5-7 days
___________ 1-2 days 3-4 days___________
1 I feel downhearted / sad 0 2 3
2 I feel best in the morning 0 2 3
3 I have crying spells or feel 
like it
0 3 3
4 I have trouble getting to 
sleep at night
0 2 3
5 I feel nobody care 0 2 3
6 I eat as much as before 0 2 3
7 I am loosing weight 0 2 3
8 I have trouble with 
constipation
0 2 3
9 My hear bests faster than 
usual
0 2 3
10 I get tired for no reason 0 2 3
11 My mind is as clear as it 
used to be
0 2 3
12 I wake up too early 0 2 3
13 I find it easy to do the 
things I used to
0 2 3
14 I’m restless / can’t keep 
still
0 2 3
15 I am hopeful about the 
fiiture
0 2 3
16 I am more irritable than 
usual
0 2 3
17 I make decisions easily 0 2 3
18 I feel quite guilty 0 2 3
19 I feel I’m useful / needed 0 2 3
20 My life is pretty full 0 2 3
21 I feel others would be 
better off if I were dead
0 2 3
22 I still enjoy the things I 
used to
0 2 3
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Appendix 19
EYSENCK-WITHERS
REMEMBER TO ANSWER EACH QUESTION
1 Do you like plenty of excitement going on around you? YES NO
2 Do you worry about your health? YES NO
3 Do you nearly always have a quick answer when people talk to you? YES NO
4 Do ideas run through your head so that you cannot sleep? YES NO
5 Do you sometimes get cross? YES NO
6 Do you like practical jokes? YES NO
7 Do you ever feel “just miserable” for no good reason? YES NO
8 Are you rather lively? YES NO
9 Do lots of things annoy you? YES NO
10 As a child, did you always do as you were told? YES NO
11 Do you like doing things where you have to act quickly? YES NO
12 Do you worry about awful things that might happen? YES NO
13 Can you get a party going? YES NO
14 Do you get thumping in your heart? YES NO
15 Are there people you definitely do not like? YES NO
16 When you make new friends do you usually make the first move? YES NO
17 Have you often felt tired for no good reason? YES NO
18 Do you like telling jokes or funny stories to your friends? YES NO
19 Are you touchy about some things? YES NO
20 Have you ever told a lie? YES NO
21 Are you usually happy and cheerful? YES NO
22 Do you suffer from nerves? YES NO
23 Do you sometimes put off until tomorrow what you ought to do 
today?
YES NO
24 Do you like mixing with people? YES NO
25 Do you often feel fed up? YES NO
26 Do you sometimes boast a little? YES NO
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27 Do you like playing jokes on others? YES NO
28 Do you sometimes get so restless that you cannot sit in a chair long? YES NO
29 Can you usually let yourself go and enjoy yourself at a lively party? YES NO
30 Are your feelings rather easily hurt? YES NO
31 Are all your habits good ones? YES NO
32 Do you like going out a lot? YES NO
33 Do you worry for a long while if you feel you have made a fool 
of yourself?
YES NO
34 Do other people think of you as being very lively? YES NO
35 Do you sometimes feel life is just not worth living? YES NO
36 Do you sometimes talk about things you know nothing about? YES NO
37 Do you usually feel fairly sure you can do the tilings you have to? YES NO
38 Are you often “lost in thought”? YES NO
39 Can you say the tilings you are thinking quickly? YES NO
40 Do you find it hard to get to sleep at night because you are 
worrying about things?
YES NO
41 Have you ever been late for an appointment or work? YES NO
42 Do you usually feel if tilings go badly they will vmrk out right in 
the end?
YES NO
43 Do you often feel lonely? YES NO
44 Are you slow and unhurried in the way you move? YES NO
45 Do you sometimes sulk? YES NO
46 If you say you will do something, do you always keep your 
promise?
YES NO
47 Do you often long for exciting things to happen? YES NO
48 Are you often troubled with guilty feelings? YES NO
49 Now and then, do you lose your temper and get angry? YES NO
50 Do you very much enjoy talking to people? YES NO
51 Do you get attacks of shaking and trembling? YES NO
52 Do you sometimes have thoughts you would not like others to YES NO
know about?
Appendix 19
EYSENCK - WITHERS PERSONALITY INVENTORY
NAME; CONDITION:
DATE:
1 YES NO 18 YES NO 35 YES NO
2 YES NO 19 YES NO 36 YES NO
3 YES NO 20 YES NO 37 YES NO
4 YES NO 21 YES NO 38 YES NO
5 YES NO 22 YES NO 39 YES NO
. 6 YES NO 23 YES NO 40 YES NO
7 YES NO 24 YES NO 41 YES NO
8 YES NO 25 YES NO 42 YES NO
9 YES NO 26 YES NO 43 YES NO
10 YES NO 27 YES NO 44 YES NO
11 YES NO 28 YES NO 45 YES NO
12 YES NO 29 YES NO 46 YES NO
13 YES NO 30 YES NO 47 YES NO
14 YES NO 31 YES NO 48 YES NO
15 YES NO 32 YES NO 49 YES NO
16 YES NO 33 YES NO 50 YES NO
17 YES NO 34 YES NO 51
52
YES
YES
NO
NO
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Client No. ; 
Informant;
MORALE & LIFE SATISFACTION
Where possible, researcher will interview the client, where not possible, a 
key worker advocate will represent them.
OPINIONS
1. Do you have any friends? Who are they?
(Record but do not code)
X not applicable
0 not known / incoherent
1 No
2 Yes
How often do you see them?
0 Not known / incoherent
1 Less than monthly
2 Monthly or more
3 Weekly or more
4 Every day
X Every day
Do you like the other people living here?
0 Not known / incoherent
1 No
2 Accepts - “it’s all right”
3 Yes “ positively likes
X Not applicable
Rate for 3-6
Do you like the staff (or key workers who visit you)?
Is there one person you particularly like?
(Record but do not code)
Do you like your dayroom / sitting room?
(Prompt, ie the place where you can sit and watch TV)
Do you like your bedroom (or dormitory)?
If shares - Would you like a room on your own
or do you like sharing?
If on own - Would you like to share a room or
do you like being on your own?
X Not applicable
0 Not known / incoherent / no answer
1 Want something different
2 Content with present arrangement
8. Is there somewhere you can go if you want to be by yourself?
Where is it?
0 Not known / incoherent / no answer
1 No
2 Yes
X Not applicable
9i. Do you go to the Social Training Unit, Activity Centre,
Industrial Training Unit? (Specify by name)
(Record by do not code)
9ii. Do you have enough to do?
(Record but do not code)
9iii. Do you enjoy going there?
0 Not known / incoherent / no answer
1 No
2 Accepts - “it’s all right”
3 Yes - positively likes
% No applicable
9iv. What do you do there?
NB: DO NOT CODE - MAKE NOTES
10. What do you do in the evenings / weekends: 
Prompt by giving examples if necessary.
List activities;
NB: DO NOT CODE - MAKE NOTES
i. Do you like doing that?
0 Not known / incoherent / no answer
1 No
2 Accepts - “it’s all right”
3 Yes - positively likes
X No applicable
11. Is there anything you’d like to do in the evenings that 
you can’t do?
Specify: _______ ______________________
X Not applicable
0 Not known / incoherent / no answer
1 Yes
2. No
if yes, why can’t you do it?
12. Do you like the grounds / garden area you live in?
x Not applicable
1 No
2 Accepts - “it’s all right”
3 Yes - positively likes
13. Do you want to stay here?
1 No
2 Accepts - “it’s all right”
3 Yes - positively likes
14. Is there anything you don’t like about tliis place/hospital?
0 Not Imown / incoherent / no answer
1 Yes
2 No
% Not applicable
If yes, want: ________________________________
15. What do you feel about moving to a hostel / group home / 
elsewhere?
0 Not known / incoherent / no answer
1 Doesn’t want to move
2 Indifferent
3 Accepts that it would be all right
4 Positively wants to move
X Not applicable
16. Do you remember when you lived at Lynebank?
If yes, would you like to go back to live there?)
1 Yes
2 No
If no - Code as not applicable {x)
Specify reason for above choice 
(MAKE NOTES - DO NOT CODE)
17. What sort of place would you like to live in if you could choose?
(Prompt)
1 Hospital
2 Hostel or group home
3 Own family home
4 Own house / flat / room
5 Don’t know
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ASSESSMENT OF LIVING UNITS
NAME: DATE:
ADDRESS: RESPONDENT:
Length of time in Ward/House:
FACILITIES
1. HOW CLOSE ARE Within 1 mile
LOCAL SHOPS? 2-3 miles
4-5 miles 
Over 5 miles 
Unknown
2. HOW CLOSE IS TRANSPORT?
3. HOW CLOSE ARE RECREATIONAL AND SOCIAL 
FACILITIES, eg PUBS, CINEMAS?
4. HOW MANY CLIENTS Individually
VISIT THE SHOPS 2-5
AT ONE TIME? 6-10
Over 10
N/A
UK
5. HOW MANY CLIENTS USE PUBLIC TRANSPORT 
AT ONE TIME?
6. HOW MANY CLIENTS USE THE SOCIAL FACILITIES 
AT ONE TIME?
SPACE AND PRIVACY
7. HOW MANY RESIDENTS LIVE HERE?
8. HOW MANY BATHROOMS ARE THERE:
9. HOW MANY TOILETS HAVE DOORS?
10. HOW MANY TOILET DOORS LOCK?
11. HOW MANY TOILETS HAVE TOILET PAPER 
AT THIS MOMENT?
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12. HOW MANY BATHS / SHOWERS ARE IN ONE 
BATHROOM?
13. IS THERE FREE ACCESS TO HAND BASINS?
14. DO CLIENTS BATHE ALONE?
1. Yes
2. No 
9. UK
15. IS THERE A SINGLE BEDROOM FOR EVERYONE 
WHO WANTS ONE?
16. DO ALL ROOMS HAVE CURTAINS / BLINDS:
17. DO THE RESIDENTS HAVE A SAY IN WHAT T.V. 
PROGRAMME IS ON?
18. IS THERE AN EASY CHAIR FOR EVERY PERSON?
19. IS THERE A WASTE?APER BASKET IN EVERY ROOM? 
FORMS OF ADDRESS
20. HOW DO STAFF 
ADDRESS EACH 
OTHER?
Surname 
Christian Name 
Title (eg Nuise) 
Nicloiame 
Mr, Mrs, etc 
Other
21. HOW DO STAFF )
ADDRESS THE CLIENTS? ) 
(as above)
II. PATTERNS OF DAILY LIFE
22. DOES A “LIGHTS OUT" POLICY EXIST? 
Yes 
No
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PT ANNTNG THE CLIENTS' TRAINING
23. WHO SELECTS GOALS AND OBJECTIVES FOR THE 
CLIENTS?
Nursing Staff ______
Medical Staff ______
Family ______
Client_________________________
Multi-disciplinaiy Team ______
Residential Staff ______
Others
24. WHO HAS ACCESS TO THEM?
Professional Staff
Family
Client
MEETINGS
25. HOW OFTEN ARE STAFF/ ) 
CLIENT MEETINGS HELD?)
26. HOW OFTEN ARE CLIENT)
MEETINGS HELD?
PROMPTING INDEPENDENCE 
MOBILITY
27. IS THE WARD/HOUSE 
LOCKED?
28. ARE THE KITCHENS 
LOCKED?
29. ARE THE BATHROOMS 
LOCKED?
30. ARE THE BEDROOMS 
LOCKED?
31. ARE THE STAFF ROOMS 
LOCKED?
Yes
No
UK
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ENTERTAINMENT
32. HOW MANY CLIENTS GO ON HOLIDAY TOGETHER?
1. 1-3
2. 4-6
3. 7-12
4. Over 12
FINANCES
33. IS EACH CLIENT OR HIS/HER ADVOCATE, eg, LAWYER 
SHOWN ACCOUNTS OF CLIENTS FINANCES?
Regularly 
Not at all
34. IS ADVICE READILY AVAILABLE TO CLIENTS 
REGARDING FINANCIAL AFFAIRS?
’ FOOD
L 35. IS THE LAST MAIN MEAL OF THE DAY BEFORE
5.30 PM?
1. Yes
2. No 
9. UK
36. DO STAFF MEMBERS EAT WITH CLIENTS:
37. WHO CHOOSES THE MEALS?
1. Staff
2. Clients
8. Others
9. UK
VISITORS AND CONTACT
38. ARE VISITORS OFFERED ) ______
REFRESHMENTS? )
39. ARE THE CLIENTS ABLE ) _____ .
TO RECEIVE PHONE ) 1. Yes
CALLS?
40. DO THE CLIENTS HAVE )   2. No
ACCESS TO A PHONE? )
41. DO THE CLIENTS HAVE )   9. UK
A PHONE FOR THEIR )
OWN USE: )
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42. WHEN CAN VISITORS COME TO SEE CLIENTS?
1. Any time
2. Any date at specified visiting hours
 ^ 3. Certain days only
9. UK
43. ARE THERE FACILITIES TO PROVIDE OVERNIGHT 
ACCOMMODATION FOR FAMILY / FRIENDS?
1. Yes
2. No
9. UK
DECORATION
44. WHO IS CONSULTED WHEN CHOOSING DECORATIONS 
AND FURNISHINGS?
Nursing / Residential Staff 
Clients
Specialist Staff 
Managerial Staff 
Others 
UK
45. DOES THE FURNITURE AND DECORATIONS VARY 
FOR EACH INDIVIDUAL?
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ASSESSMENT OF TNDTVTDTIAL LIFESTYLE
NAME: ADDRESS:
DATE: RESPONDENT:
LENGTH OF TIME KNOW TO CLIENT:
STAFF / CTTENT CONTACT
1 How does the client address the staff ?
Smmame 
Cliristian Name 
Title e.g. Nui'se 
Nicloiame 
Mr, Mrs etc.
Not applicable -----
2 Do the staff have daily one to tone contact with the Client ? -----
3 For how long ?
1 Ten minutes or less
2 Ten minutes to one hour
3 Over one hour
9 UK--------------------------------------------------------------------- -----
4 What is the main purpose of staff / client contact ?
1 Physical care
2 Social contact
3 Teacliing skills
4 Giving instructions
5 CoiTcction
6 General conversation
8 Other
9 UK
5 Wliat is the next main purpose of staff client contact ?
(code as above)--------------------------------------------------------------------
6 A Does the client have access to: B Do staff have contact with
Speech Therapist -----  -----
Physiotherapist -----  -----
ocial worker -----  -----
Psychiatrist -----  -----
Psychologist -----  -----
GF -----  -----
Community Nurse -----  -----
Other -----  -----
Unlcnown -----  -----
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7 How often does the client have contact with:
1 Speech Therapist   7 Community Nurse ---
2 Physiotherapist   8 Other -----
3 Social worker -------  9 Unknown -----
4 Psychiatrist -----
5 Psychologist--------- -----
6 GP--------------------- -----
PATTERNS OF DAILY LIFE
8 With how many others does the client share a bedroom ------
9 What time does the client go to bed: l=before 7pm
a) on weekdays----------------- -----  2=7pm - 9pm
b) at weekends------------------ ----  3=after 9pm
10 Does the client have a structure day placement ?----------------------- ----
1=Y 2=N
11 Do staff have contact with the client’s day seiwice staff ? -----
1=Y 2=N
ASSESSING THE CLIENT’S NEEDS
12 Does the client have a written IFF ? -----
1=Y 2=N
PROMOTING INDEPENDENCE
13 Is the client allowed outwith the grounds of the residency alone ? -----
1=Y 2=N
14 Is the client allowed to cross roads alone ? -----
1=Y 2=N
ENTERTAINMENT
A Does the client use / have access to : B How often:
15 Public transport -------  1=Y -----
16 Disco/parties   2=N -----
17 Shows------------------- -----  -----
18 Outings------------------------  -----
19 Holidays ,-------  -----
20 Social Clubs -----  -----
21 Shops -----  -----
22 Other -----  -----
23 Is the clients birthday celebrated ? 
1=Y 2=N
PERSONAL POSSESSIONS
Does the client have his/her own;
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24 Personal effects
25 Games
26 Books
27 Jewellery
28 Radio/cassette
1=Y 2=N 3=N/A
29 Are there restrictions on the use of any of these ? 
1=Y 2=N
30 Does the client buy his/her own clothes ? 
1=Y 2=N
31 Does the client choose which clothes to wear ? 
1=Y 2=N
DOES EACH CTJENT HAVE HTS/HER OWN AND STTFEICTENT:
32 Underclothing -----
33 Top clothing -----
34 Outdoor clothing -----
35 Footwear -----
36 Night clothing -----
37 Do clients have somewhere to store their personal items ? 
1=Y 2=N
FOOD
38 Does the client help prepare meals ? 
1=Y 2=N
39 Is the client allowed drinks / snacks between meals ? 
1=Y 2=N
VISITORS AND CONTACT
40 Does the client make visits to family / friends ? 
1=Y 2=N 9=UK
41 Does the client have visits by family / friends ?
1 Daily 2 At least weekly
3 At least monthly 4 Less than monthly
5 Never 9 UK
42 Did the client go on holiday with family / friends during the last year* ? 
1=Y 2=N
43 Has the client had any guests to stay the night in the last month ? 
1=Y 2=N
44 Is the clients family regulaiiy kept informed about his/lier progress ? 
1=Y 2=N
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45 What is the main method of doing this ?
1 Letter 2 Telephone
3 Formal meetings 4 Informal meetings
5 Not applicable 8 Other
46 How often are drugs prescribed for the client, reviewed by a Doctor ? 
1 Daily 2 Weekly
3 Monthly 4 Less than monthly
5 Never
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Personal Appearance Checklist
Appendix
THE PERSONAL APPEARANCE CHECKLIST
Tidiness of clothing
© Markedly inappropriate » would be very noticeable in community 
o Acceptable (wide range)
© Fit of clothing
Choice of clothing
(in relation to age, convention and season)
© Cleanliness (clothing and / or body)
© Smell
® Hair (for males also beard etc.)
© Gait and / or posture (whatever the cause)
© Bags or other objects habitually carried around inappropriately
Dependent?
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SUBJECTS - INDIVIDUAL CHARACTERISTICS APPENDIX 24
No. # # # # Years in Hospital
Level of 
Disability
ÂBS 
A Total
ABS 
B Total Assessment
1 M 33 25 Profound 97 47 6 months
2 F 25 19 Profound 49 55 12 months
3 F 53 36 Moderate 194 12 12 months
4 M 26 18 Severe 88 30 12 months
5 F 50 31 Mild 220 20 12 months
6 M 35 20 Moderate 186 35 12 months
7 F 24 17 Moderate 168 24 12 months
8 F 36 30 Moderate 193 7 24 months
9 F 52 26 Mild 210 8 12 months
10 F 37 21 Moderate 187 6 24 months
11 F 31 21 Moderate 207 20 24 months
12 F 36 21 Mild - 194 12 24 months
13 F 66 20 Mild 207 7 24 months
14 M 27 18 Severe 204 6 24 months
15 M 30 29 Profound 48 94 24 months
16 M 26 22 Severe 83 52 24 months
17 F 31 26 Severe 149 35 24 months
18 F 24 18 Severe 50 45 24 months
19 M 26 17 Moderate 160 20 12 months
20 M 53 19 Moderate 126 10 6 months
21 F 38 20 Moderate 192 32 6 months
22 F 31 19 Moderate 148 12 6 months
23 M 38 20 Severe 12i 5 24 months
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Study 3 Controls’ Individual Characteristics
CONTROLS - INDIVIDUAL CHARACTERISTICS APPENDIX 25
No. Sex ■llAge-,. Years in 
Hospital
Level of 
Disability
ABS 
A Total
ABS 
B Total
Final
Assessment
1 M 32 28 Severe 99 55 18 months
2 F 31 20 Severe 142 59 18 months
3 F 48 41 Severe 162 13 18 months
4 M 33 31 Severe 97 40 18 months
5 F 41 8 Borderline 237 49 18 months
6 M 42 21 Severe 151 22 18 months
7 F 30 8 Moderate 185 30 18 months
8 F 40 35 Severe 186 27 24 months
9 F 70 22 Mild 186 13 18 months
10 F 37 28 Moderate 172 11 18 months
11 F 32 19 Mild 203 45 18 months
12 F 39 7 Mild 201 18 24 months
13 F 61 14 Moderate 106 4 24 months
14 M 25 19 Severe 131 23 24 months
15 M 31 25 Severe 70 24 24 months
16 M 36 30 Severe 78 28 24 months
17 F 26 21 Profound 57 13 24 months
18 F 37 11 Moderate 132 21 24 months
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